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The  Honorable  Marc  Racicot 

Governor 

State  of  Montana 

State  Capitol 

Helena,  Montana   59620 

Dear  Governor  Racicot, 

A  Report  to  The  Governor:  Montana  Responds  to  HIVIAIDS  is  the  result  of  two  years  of  planning  and  review 
supported  by  funding  from  the  Health  Resources  and  Services  Administration  (HRSA)  of  the  U.  S.  Department 
of  Health  and  Human  Services,  the  Montana  Area  Health  Education  Center  (AHEC),  and  staff  support  from  the 
Montana  Department  of  Health  and  Environmental  Sciences  (MDHES). 

In  late  1991,  recognizing  the  need  for  a  coordinated  response  to  the  HIV  epidemic,  MDHES  utilized  state  and 
federal  resources  to  contract  with  an  independent  consultant.  The  consultant's  specific  mission  was  to  gather 
information  and  ideas  from  individuals  throughout  the  state  and  identify  the  actions  necessary  to  curb  the  spread 
of  HIV-infection  in  Montana.  After  soliciting  and  then  reviewing  several  proposals,  the  consulting  firm  of  Crigler 
and  Associates  was  engaged  to  execute  this  task. 

To  guide  the  consultant  throughout  the  process,  a  broad-based  12  member  Planning  Advisory  Council  (PAC), 
independent  of  MDHES,  was  appointed  by  the  department  (see  attachment  IV).  The  primary  directive  of  the  PAC 
to  Crigler  and  Associates  was  to  develop  a  plan  unique  to  Montana,  utilizing  the  input  of  people  working  on  the 
"front  lines".  As  a  result,  Crigler  traveled  throughout  Montana,  gathering  further  input  from  public  forums  as 
well  as  individuals  working  with  HIV-related  programs.  Crigler's  data  was  summarized,  and  recommendations 
were  subsequently  formulated  in  draft  reports  submitted  to  the  PAC.  Drafts  were  then  reviewed,  critiqued  and 
revised  by  the  PAC  until  a  consensus  was  reached  on  most  issues  identified  by  the  consultant.  After  a  five- 
month  process,  the  work  of  Crigler  and  Associates  and  the  PAC  was  completed  and  a  draft  was  presented  to 
the  department. 

The  role  of  MDHES  was  to  initiate,  fund,  and  provide  staff  support  necessary  for  completion  of  the  project. 
Once  the  consultant's  draft  was  presented,  department  staff  refined  it  by  adding  supporting  materials  and 
performing  a  series  of  technical  reviews.  As  the  state's  public  health  agency,  MDHES  carefully  reviewed  the 
report  to  ensure  that  each  recommendation  was  based  on  sound  public  health  policy  and  that  each  issue  raised 
and  responded  to  was  an  intrinsic  and  critical  element  of  the  health  care  matters  at  stake. 
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It  is  critical  that  this  document  and  its  recommendations  be  considered  a  public  health  report.  It  should  be  clear 
that  the  focus  of  the  report  is  on  the  prevention  and  treatment  of  a  very  serious  disease.  The  recommendations 
contained  in  this  report  reflect  the  public  health  judgment  of  those  who  participated  in  its  development  and  are 
supported  by  the  department  as  meaningful  ways  of  ensuring  an  effective  public  response  to  the  increasing 
presence  of  the  HIV/AIDS  epidemic  in  Montana. 

This  report  represents  Montana's  first  formal  attempt  at  developing  a  comprehensive  approach  to  deal  with  the 
HIV/AIDS  epidemic  and  is  issued  at  a  time  when  HIV/AIDS  has  become  a  leading  cause  of  death  among  the 
nation's  young  adults.  Claiming  a  life  every  15  minutes  in  the  United  States,  HIV  has  become  the  leading  cause 
of  death  among  men  and  the  fourth  leading  cause  of  death  among  women  between  the  ages  of  25  and  44.  As 
more  of  the  estimated  one-million  HIV-infected  Americans  progress  to  the  clinical  status  of  diagnosed  AIDS,  we 
will  experience  a  fuller  appreciation  that  this  disease,  once  believed  to  affect  only  homosexual  men  and  injecting 
drug  users,  is  a  potential  threat  to  all  of  our  citizens. 

Montana  has  not  been  able  to  avoid  the  epidemic.  As  of  March  1994  over  200  Montanans  have  been  diagnosed 
with  AIDS,  and  of  these  over  130  have  died.  Department  estimates  indicate  that  between  300  and  900 
individuals  in  the  state  are  infected  with  the  HIV  virus.  Without  the  advent  of  a  cure  or  more  effective 
treatments,  ultimately  these  individuals  will  add  to  the  number  of  diagnosed  AIDS  cases  and  the  demand  that 
will  have  on  our  health  care  delivery  systems.  Therefore,  the  recommendations  contained  herein  require  our 
careful  and  timely  consideration  and  action. 

MDHES  wishes  to  thank  all  those  who  participated  in  what  was  a  lengthy  and  often  controversial  project. 
MDHES  extends  a  special  thanks  to  Jane  Crigler  of  Crigler  and  Associates,  who  collected  and  compiled  the  bulk 
of  the  information  used  to  create  this  document  and  to  the  Planning  Advisory  Council  which  guided  and  advised 
Crigler  and  Associates  through  the  entire  developmental  stage  of  this  effort. 

This  report  is  a  compilation  of  research  and  recommendations  made  to  the  Governor,  including  the  formal  creation 
of  an  AIDS  Advisory  Council,  to  assist  in  the  implementation  of  a  comprehensive  plan  designed  to  address,  from 
a  public  health  perspective,  the  serious  challenges  facing  all  Montanans  because  of  the  HIV/AIDS  epidemic. 


Respectfully  submitted, 


Robert  J.  Robinson 

Director 

Department  of  Health  and  Environmental  Sciences 
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Introduction 

Why  This  Report  Was  Written 

since  Montana's  first  case  of  Acquired  Immune  Deficiency  Syndrome  (AIDS)  was 
reported  in  1985,  many  programs  and  activities  have  been  initiated  to  try  to  stem 
the  spread  of  Human  Immunodeficiency  Virus  (HIV)  and  to  assure  needed  services 
are  available  for  those  who  are  infected  with  HIV.  However,  until  now  there  has 
not  been  a  comprehensive  report  identifying  what  these  activities  should  be  and 
what  form  they  should  take. 

The  need  for  a  comprehensive  response  to  the  AIDS  epidemic  was  recognized  several 
years  ago  by  the  statewide  AIDS  Advisory  Council  which,  at  the  time,  was  advising 
the  Montana  Department  of  Health  and  Environmental  Sciences  (MDHES)  on  AIDS 
issues.  In  1991,  the  MDHES  AIDS  Program  applied  for  and  received  funding  from 
the  federal  Health  Resources  and  Services  Administration  for  the  purpose  of 
preparing  this  report.  These  funds,  supplemented  by  funds  from  the  Montana  Area 
Health  Education  Center  and  the  MDHES  AIDS  program,  were  used  to  hire  a 
consultant  to  help  develop  this  report. 

What  the  Report  Covers 

The  report  begins  with  a  discussion  of  the  dimensions  of  the  HIV/AIDS  epidemic 
in  Montana,  including  information  on  how  many  people  have  contracted  AIDS,  what 
behaviors  placed  them  at  risk,  and  other  demographic  characteristics  of  those 
infected.  Estimates  of  how  many  Montanans  may  be  infected  with  HIV  (but  have  not 
developed  AIDS)  and  a  three-year  projection  of  AIDS  cases  are  also  detailed  in 
this  discussion. 

Following  these  facts  and  figures  is  a  chapter  on  prevention  and  education. 
Because  the  incidence  of  AIDS  in  Montana  is  relatively  low  compared  to  most  other 
parts  of  the  country,  we  have  an  opportunity  others  do  not  -  to  keep  the  numbers 
low.  This  section  addresses  whom  education  and  prevention  activities  should 
target  and  the  barriers  that  exist  to  a  successful  prevention  program. 

The  report  continues  with  a  section  which  examines  treatment  and  support  services 
needed  by  persons  with  HIV/AIDS,  where  gaps  exist,  and  how  such  gaps  should  be 
eliminated. 

The  next  section  discusses  the  actions  needed  in  less-tangible  areas  concerning 
leadership  and  infrastructure  if  HIV/AIDS  is  to  be  dealt  with  effectively  in 
Montana . 

The  final  section  of  the  report  examines  statewide  policy  issues  which  must  be 
addressed  if  Montana  is  to  have  an  effective  response  to  the  public  health 
challenge  posed  by  AIDS. 

Each  of  the  sections  carries  specific  recommendations.  Readers  will  note  the 
actions  called  for  in  the  report  reflect  the  views  of  many  and  diverse  players. 
The  report  was  intended  to  be  comprehensive  and  is  not  merely  a  report  for  state 
government  or  for  the  MDHES  AIDS  Program. 

As  you  read  this  report  you  will  find  several  "profiles"  or  brief  sketches  of 
people  in  Montana  who  have  been  infected  with  HIV.  We  have  included  these 
profiles  so  that  all  of  us  will  be  reminded  that  the  hard  realities  of  this 
epidemic  fall  on  our  fellow  citizens  and  their  friends  and  families.  We  are 
grateful  to  these  individuals  for  sharing  how  their  lives  have  been  affected  by 
this  disease. 


How  the  Report  Was  Developed 


The  development  of  this  report  involved  meeting  with  individuals  who  develop 
policies  and  shape  programs  as  well  as  those  affected  and/or  working  at  the 
community  level.  After  funding  was  secured,  MDHES  appointed  a  Planning  Advisory 
Council  representing  a  broad  range  of  perspectives  concerned  with  HIV/AIDS  (see 
Attachment  IV  for  a  list  of  Advisory  Council  members) .  The  Advisory  Council 
assisted  with  the  selection  of  the  consultant,  oversaw  the  planning  process  and 
made  decisions  about  the  report's  contents. 

The  consultant  traveled  throughout  the  state  gathering  input  from  hundreds  of 
Montanans  about  HIV/AIDS  and  how  it  should  be  addressed.  Information  was 
collected  through  individual  interviews  and  public  meetings  in  several  cities. 
Those  providing  input  included  persons  infected  with  the  virus,  their  families 
and  friends,  health  care  professionals  including  physicians,  nurses,  home  health 
and  hospice  workers,  volunteers  in  community-based  AIDS  organizations,  county 
health  department  personnel,  staff  from  chemical  dependency  programs,  staff 
working  with  urban  and  reservation  Indian  populations,  staff  working  with 
migrants,  school  administrators,  teachers,  parents,  and  students,  staff  of  state 
government  entitlement  programs,  the  state  Human  Rights  Commission,  and  others 
representing  a  variety  of  perspectives. 

Information  gathered  through  this  process  was  examined  and  organized  into  issue 
papers  which  were  discussed  by  the  Planning  Advisory  Council.  The  report's 
recommendations  were  formulated  during  these  deliberations.  The  recommendations 
were  incorporated  in  a  draft  document,  and  several  hundred  copies  of  the  draft 
and  its  summary  were  distributed  during  a  public  comment  period.  Many  oral  and 
written  comments  were  received,  and  each  was  taken  into  consideration  during  the 
review  and  final  preparation  of  the  report. 


How  the  Report  is  to  be  Used 


A  major  goal  of  those  who  prepared  this  report  is  that  everyone  who  works  with 
HIV/AIDS  in  Montana  will  use  it  as  a  guide  as  they  develop  programs,  seek 
funding,  and/or  draft  legislation  or  position  papers  related  to  AIDS  over  the 
next  several  years.  Another  goal,  at  least  as  important,  is  that  the  report  will 
cause  each  resident  of  Montana  to  reexamine  his/her  attitudes  about  HIV/AIDS  and 
become  involved  in  whatever  way  possible  to  prevent  the  spread  of  the  disease  and 
promote  humane  and  sensitive  treatment  of  those  infected  with  HIV/ AIDS . 


Dissemination  of  the  Report 


Copies  of  this  report  have  been  distributed  to  those  involved  in  the  planning 
process  and  in  HIV/AIDS-related  activities,  and  to  all  public,  college  and 
university  libraries  in  Montana.  A  limited  number  of  copies  of  the  executive 
summary  or  the  complete  report  may  be  obtained  by  calling  the  MDHES  AIDS/STD 
Program  at  (406)  444-3565  or  by  writing  to:  MDHES  AIDS/STD  Program,  P.O.  Box 
200901,  Helena,  Montana  59620. 


Next  Steps 


The  report  calls  on  the  governor  to  appoint  a  council  to  oversee  implementation 
of  report  recommendations  and  to  develop  a  process  to  regularly  review  and  update 
the  report.  Such  updates  are  particularly  important  given  the  rapidly  changing 
and  growing  challenge  posed  by  HIV/AIDS. 

Beginning  in  1994,  the  federal  HIV  Prevention  grant  from  the  Centers  for  Disease 
Control  will  be  requiring  an  HIV  prevention  community  planning  process.  This 
report  and  the  Governor's  Advisory  Council  can  serve  as  the  guide  for  that 
process . 


Summary  of  Report  Recommendations 


This  report  contains  30  recommendations  aimed  at:  1)  preventing  the  spread  of 
HIV/AIDS;  2)  providing  treatment  and  support  services  for  those  who  are  infected 
with  HIV;  3)  building  leadership  in  the  fight  against  AIDS;  and  4)  preserving 
human  rights  and  dignity  through  the  promotion  of  sound  public  policies.   The 

justification  for  each  of  the  recommendations  is  found  in  the  pertinent  report 


when  appropriate,  each  recommendation  identifies  the  agency,  agencies,  or 
individuals  capable  of  implementing  or  advancing  the  goals  identified  in  this 
document.  However,  in  order  to  be  successfully  implemented,  several 
recommendations  will  require  the  coordinated  efforts  of  many  entities.  As  part 
of  its  role,  the  HIV/AIDS  Advisory  Council,  the  creation  of  which  is  itself  a 
recommendation  of  this  report,  would  be  charged  with  identifying  and  assisting 
the  entities  most  capable  of  advancing  specific  recommendations. 


Recommendations  for  Preventing  the  Spread  of  HIV/AIDS 
HIV/AIDS  and  the  General  Public 

1.  Seek  additional  public  funding  enabling  the  ten  Health  Education  and  Risk 
Reduction  (HERR)  sites  in  the  state  to  reach  larger  audiences  with  messages  about 
transmission  of  HIV  and  how  to  avoid  it,  and  to  develop  and  offer  educational 
programs  viewing  the  disease  as  a  public  health  problem  capable  of  infecting  and 
affecting  all  Montanans . 

2.  MDHES :  Provide  specialized  training  to  staff  at  Health  Education  and  Risk 
Reduction  (HERR)  sites  to  enable  them  to  address  attitudes  directed  towards 
homosexuality  which  hinder  prevention  in  the  communities  with  which  they  work. 

3.  Seek  additional  public  funding  for  the  11  Counseling,  Testing,  Referral  and 
Partner  Notification  (CTRPN)  sites  so  they  can  meet  the  ever- increasing  demand 
for  HIV  testing. 

4 .  Seek  private  fixnding  to  support  the  educational  activities  of  the  AIDS 
Community  Based  Organizations  (CBOs)  located  in  the  state. 

5.  Maximize  public  and  private  funding  for  special  projects  aimed  at  HIV/AIDS 
education  for  the  general  population. 

HIV/ AIDS  and  Montana 's  Youth 

6.  BOARD  OF  PUBLIC  EDUCATION:  Ensure  that  HIV/AIDS  education  be  available  in 
grades  K-12  in  every  public  school  in  Montana.  Further,  ensure  that  the  basic 
information  which  must  be  taught  in  each  grade,  as  identified  by  the  Office  of 
Public  Instruction  (OPI) ,  is  made  part  of  a  comprehensive  school  health 
curriculum  by  specifically  including  HIV/AIDS  education  in  the  Health  Enhancement 
Section  of  the  Montana  School  Accreditation  Standards. 

7.  OFFICE  OF  PUBLIC  INSTRUCTION:  Continue  and  promote  the  Office  of  Public 
Instruction's  efforts  to  train  teachers  in  HIV/AIDS  instruction. 


8.  Require  institutions  of  higher  education  preparing  primary  and  secondary 
school  teachers  to  require  a  class  on  HIV/AIDS  and  methods  of  instructing  youth 
about  the  disease  and  its  transmission. 

9.  OFFICE  OF  PUBLIC  INSTRUCTION,  LOCAL  SCHOOL  DISTRICTS,  LOCAL  HEALTH 
DEPARTMENTS,  AND  MDHES :  Support  the  formation  of  teen  peer-group  organizations 
to  advise  schools  and  fellow  students  on  matters  related  to  HIV/AIDS. 

HIV/ AIDS  and  Special  Populations 

A.  Persons  Who  Practice  High  Risk  Behaviors 

10.  MDHES:  Support  the  current  level  of  funding  necessary  to  maintain  HIV/AIDS 
educational  activities  directed  at  gay  and  bisexual  men  who  practice  unprotected 
sex. 

11.  MDHES,  HERR  SITES,  AND  CHEMICAL  DEPENDENCY  TREATMENT  CENTERS:  Develop 
HIV/AIDS  prevention/education  projects  targeting  injecting  drug  users  and  those 
who  abuse  alcohol  and  drugs . 

12.  MDHES  AND  COMMUNITY  BASED  ORGANIZATIONS  (CBOs) :  Develop  HIV/AIDS 
prevention/education  projects  directed  toward  women  at  risk  for  heterosexual 
transmission  of  HIV. 

B.  Culturally  Diverse  Populations 

13.  Seek  additional  resources  necessary  to  support  HIV/AIDS  prevention/education 
activities  directed  toward  Montana's  minority  populations. 

14.  MONTANA  MINORITY  AIDS  TASK  FORCE:  Coordinate  the  activities  of  the  various 
groups  providing  HIV/AIDS  education  to  Montana's  minority  populations. 

Building  Leadership  in  the  Fight  Against  AIDS 

Public  Sector  Entities 

15.  GOVERNOR:  Create  and  support  an  HIV/AIDS  Advisory  Council  charged  with 
overseeing  the  implementation  of  the  recommendations  listed  in  this  report  and 
establishing  and  administering  an  ongoing  planning  process  to  address  HIV/AIDS. 

16.  MDHES:  Assume  a  leadership  role  promoting  sound  public  health  policy  relating 
to  HIV/AIDS  and  its  containment.  Among  the  ways  MDHES  should  exercise  this 
leadership  are  the  following: 

*  developing  standards  for  HIV/AIDS  programs  operating  in  the  state  and 
providing  technical  and  community  organizing  assistance  for  local 
communities  as  they  devise  strategies  to  prevent  the  spread  of  HIV  and 
serve  those  with  HIV/AIDS, 

*  continuing  and  expanding  its  role  as  a  source  of  funding  to  combat 
AIDS/HIV,  and 

*  initiating  an  Interagency  AIDS  Work  Group  composed  of  state  agencies  aimed 
at  fostering  communication  and  coordination  among  state  programs  dealing 
with  HIV/AIDS  issues  as  well  as  other  private  sector  state- level 
organizations  and  non-state,  public  agencies  (such  as  the  Indian  Health 
Service  and  the  Veterans  Administration) . 


17.  STATE  DEPARTMENT  OF  LABOR  AND  INDUSTRY:  Educate  employers  regarding  HIV/AIDS 
issues  in  the  workplace,  including:  the  legal  rights  of  employers  and  employees 
when  employees  have  HIV/AIDS,  health  care  benefits  for  employees  with  HIV/AIDS, 
and  the  development  of  workplace  policies. 

18.  HEALTH  PROFESSIONS  LICENSING  BOARDS  within  the  STATE  DEPARTMENT  OF  COMMERCE: 
Enforce  compliance  among  their  licensees  with  state  and  federal  legislation 
prohibiting  discrimination  against  persons  with  HIV/AIDS. 

19.  MDHES  HEALTH  FACILITIES  DIVISION:  Enforce  compliance  among  their  licensees 
with  state  and  federal  legislation  prohibiting  discrimination  against  persons 
with  HIV/AIDS. 

20.  LOCAL  HEALTH  DEPARTMENTS:  Assume  a  leadership  role  to  coordinate  and  promote 
responses  to  HIV/AIDS  at  the  community/county  level .  Their  activities  should  be 
aimed  at : 

*  preventing  the  spread  of  AIDS  (including  providing  education  to  the 
community,  offering  HIV  counseling  and  testing,  and  carrying  out  partner 
notification) ; 

*  carrying  out  local  surveillance  and  policy  development  activities,  and 

*  assuring  needed  services  are  available  for  persons  with  HIV/AIDS 

(including  maintaining  a  working  relationship  with  others  providing  AIDS 
education  and  support  services  such  as  community-based  organizations) . 

21.  Coordinate  the  HIV/AIDS  activities  of  the  INDIAN  HEALTH  SERVICE  and  TRIBAL 
HEALTH  DEPARTMENTS  with  those  of  other  public  and  private  sector  entities. 

Private  Sector  Entities 

22.  MONTANA  ASSOCIATION  OF  CHURCHES:  Develop  a  position  paper  addressing  HIV/AIDS 
issues  and  the  role  churches  have  in  combatting  the  epidemic. 

2  3  .  MONTANA  MEDICAL  ASSOCIATION,  the  MONTANA  OSTEOPATHIC  ASSOCIATION,  the  MONTANA 
DENTAL  ASSOCIATION,  the  MONTANA  NURSES  ASSOCIATION,  and  other  professional  and 
voluntary  health  associations:  Provide  professional  leadership  to  health  care 
professionals  throughout  Montana  by  developing  and  supporting  educational  efforts 
targeted  toward  their  membership. 

24.  MONTANA  FUNERAL  DIRECTORS  ASSOCIATION:  Encourage  willingness  among  its 
members  to  bury  or  cremate  the  bodies  of  persons  who  have  died  of  an  AIDS -related 
disease . 

25.  Examine  the  need  for  modifications  co  state  laws  regarding  requirements  for 
pre-  and  post -test  counseling  and  obtaining  informed  consent  when  accidental 
exposure  to  bodily  fluids  occurs  in  health  care  facilities. 

Preserving  Human  Rights  and  Dignity 

Non-Discrimination 

26.  Preserve  and  enforce  state  and  federal  statutes  prohibiting  discrimination 
against  persons  with  HIV/AIDS. 


27.  Secure  resources  that  would  enable  the  Montana  Human  Rights  Commission,  and 
other  agencies  responsible  for  responding  to  claims  of  alleged  HIV/AIDS-related 
discrimination,  to  expedite  investigations  of  complaints  from  persons  with 
life -threatening  illnesses  so  resolution  may  be  reached  while  claimants  are  still 
living. 


Decriminalization  of  Homosexuality 


28.  Repeal  the  portion  of  Montana's  Sexual  Crimes  Act  which  makes  sexual 
activities  between  consenting  adults  of  the  same  sex  illegal. 


Confidentiality  and  the  Need  to  Know 


29.  Clarify  Montana's  statutes  regarding  confidentiality  and  the  need  to  know 
(50-16  Part  5  MCA)  so  all  understand  that  instances  are  rare  which  permit  the 
release  of  identifying  information  regarding  an  individual's  HIV  status. 


HIV  Reporting  Requirements 


30.  Maintain  the  current  method  of  HIV  reporting  by  not  requiring  a  name  or 
unique  identifier  for  individuals  testing  positive,  and  continue  to  follow-up 
HIV-positive  reports  by  offering  health  care  providers  assistance  with  partner 
notification  and  counseling. 


PROFILE: 

Age: 
Home: 


Robert  Duane  Jones 

60 

WUsaU 


I  received  HIV  through  a 
blood  transfusion  November  14, 

1989.  As  I  had  moved  back  to 
Montana  after  the  operation,  I 
was  called  from  Portland, 
Oregon,  on  March  21,  19  90  and 
was  told  by  a  doctor,  "I'm  sorry 
to  be  the  bearer  of  bad  news, 
but  one  of  the  donors  of  the 
blood  you  received  has  turned  up 
positive  for  HIV!"   He  had  a 
test  scheduled  for  me  that 
afternoon  in  Bozeman. 

The  next  day,  March  22, 

1990,  my  daughter,  who  was 
living  with  us  at  the  time, 
received  a  call  from  this  same 
doctor  confirming  my  test  was 
also  positive.   I  was  in  Fort 
Harrison  for  medical  treatment 
that  day  and  was  told  when  I 
returned  home. 

At  that  moment,  my  life  was 
changed  forever:   my  way  of 
making  a  living,  taken  away  from 
me,  my  life  as  I  had  known  it, 
gone!   I  was  now  just  existing, 
no  longer  leading  a  busy  and 
productive  life. 

My  wife  and  I  are  living 
nearly  as  strangers  in  our  own 
house,  hoping  against  hope  she 
was  not  infected.   So  far  she  is 
negative,  and  hopefully, 
negative  she  will  stay.   AIDS 
completely  ripped  our  lives 
apart,  but  we  have  put  them  back 
together  as  much  as  we  can. 
Although  patched,  the  cracks  are 
still  there.   Nothing  can  ever 
be  the  same . 

I  have  not  faced  the 
prejudice,  discrimination  or 
lack  of  medical  care  others  have 
spoken  of;  on  this,  I  can  only 
speak  for  myself.   Education  is 
the  key  to  all  of  the  above. 
However,  I  am  still  very 
concerned  that  my  rights  as  an 
AIDS  victim  not  be  protected  at 
the  expense  of  my  family  and  the 
people  of  Montana. 

There  was  no  way  I  could  get 


AIDS.   I  was  Mr.  Straight,  my 
life  style  above  reproach.   I, 
as  all  of  us  in  Montana  and  the 
nation,  have  been  guilty  of 
treating  HIV/AIDS  as  a  sin 
instead  of  a  deadly  disease,  and 
in  so  doing  have  actually  helped 
to  create  a  silent  and  deadly 
epidemic  that  will  soon  impact 
all  families  and  friends  nation- 
wide . 

[Bob  Jones  served  on  the 
planning  committee  for  the  third 
Montana  HIV/AIDS  Conference, 
held  in  May  of  1992  in  Bozeman, 
Montana.   At  that  time,  he  spoke 
on  a  panel  with  other  persons 
infected  with  HIV,  sharing  his 
story  and  personal  journey  with 
HIV.   Since  that  time,  he  has 
continued  to  speak  up  in  the 
hopes  of  increasing 
understanding  and  reducing  the 
transmission  of  HIV.] 


Dimensions  of  HIV/AIDS  in  Montana 


since  the  Acquired  Immune  Deficiency  Syndrome  (AIDS)  was  first  recognized  in  1981 
as  a  distinct  medical  condition  by  the  Centers  for  Disease  Control  and  Prevention 
(CDC),  approximately  357,000  AIDS  cases  have  been  reported  in  the  United  States 
and  its  territories.  As  of  December  31,  1993,  over  200,000  of  those  reported 
have  died  of  AIDS-related  complications.  In  a  report  titled,  America  Living  with 
AIDS,  the  National  Commission  on  Acquired  Immune  Deficiency  Syndrome  estimated 
that  every  15  minutes  someone  in  the  United  States  dies  of  AIDS.  Such  sobering 
statistics  have  resulted  in  AIDS,  although  recognized  for  little  more  than  a 
decade,  becoming  a  leading  cause  of  death  among  many  populations  in  the  United 
States : 

*  AIDS  is  the  6th  leading  cause  of  premature  death  for  all  Americans 
(after  accidents,  cancer,  heart  disease,  murder  and  suicide) .  (MMWR, 
5/8/92) 

*  In  1992,  AIDS  became  the  leading  cause  of  death  among  men  aged  25-44. 
(MMWR,     11/19/93) 

*  In  1992,  AIDS  was  the  fourth  leading  cause  of  death  among  women  aged  25- 
44.      (MMWR,     11/19/93) 

*  In  1999,  AIDS  became  the  sixth  leading  cause  of  death  among  young  people 
aged   15-24.      (MMWR,     4/10/92) 

*  In  1990,  AIDS  became  the  seventh  leading  cause  of  death  among  children 
aged   1-4   years   of  age.     (CDC  1993   HIV/AIDS  Fact  Book) 

As  this  report  is  written,  we  find  ourselves  in  the  12th  year  of  what  has  become 
known  as  the  human  immunodeficiency  virus  (HIV)  epidemic.  With  each  passing 
year,  the  epidemic  has  spread  further  into  less  populated  areas  of  the  United 
States  leaving  no  state,  including  Montana,  untouched. 

As  alarming  as  AIDS  statistics  are,  the  number  of  reported  AIDS  cases  reflects 
only  the  end  stage  of  HIV  disease  and  therefore  reveals  only  a  small  part  of  the 
HIV  epidemic.  Present  estimates  prepared  by  CDC  indicate  that  approximately  one 
million  Americans  are  infected  with  HIV,  or  one  adult  male  in  100  and  one  adult 
female  in  800.  Since  studies  suggest  that  the  average  time  from  initial 
infection  with  HIV  to  the  development  of  AIDS  is  8-11  years,  today's  AIDS 
statistics  reflect  yesterday's  epidemic. 

This  section  of  the  report  provides  a  detailed  overview  of  the  HIV/AIDS  epidemic 
in  Montana.  A  brief  discussion  on  how  such  information  is  gathered  and  processed 
is  also  included. 


Collection  of  AIDS  Case  Reports 


AIDS,  as  defined  by  the  CDC  AIDS  Case  Surveillance  Definition,  is  reportable  in 
all  50  states  and  U.S.  territories.  A  standard  definition  allows  consistent 
reporting  from  state  to  state.  Montana  participates  in  the  surveillance  system 
by  conducting  routine  surveillance  of  reporting  sources  such  as  laboratory 
records,  physicians,  and  death  certificates  as  well  as  other  sources.  Montana 
reporting  rules  require  a  detailed  report  on  each  case  of  AIDS  be  completed  and 
submitted  to  the  county  and  state  health  department.  The  case  report  includes 
the  name  and  address  of  the  individual  reported,  limited  demographic  information 
such  as  age,  sex,  race,  risk  behavior (s),  and  information  related  to  the  AIDS 
diagnosis.   In  most  instances,  the  AIDS  case  reporting  form  is  completed  by  the 


patient's  primary  physician.  Incomplete  reports  are  investigated  by  program 
staff  to  ensure  completeness.  Unlike  CDC  defined  AIDS,  HIV  reporting  is  not 
standardized  and  differs  from  state  to  state.  (For  more  information  on  HIV 
reporting  please  see  page  49) . 

The  Montana  Department  of  Health  and  Environmental  Sciences  (MDHES)  maintains 
case  reports  with  strict  confidentiality,  as  defined  by  the  Government  Health 
Care  Information  Act  (MCA  50-16-602)  and  releases  data  only  in  the  aggregate  form 
seen  in  this  report.  Information  collected  by  MDHES  is  submitted  to  CDC  for 
analysis  without  personal  identifiers  and  is  included  in  quarterly  reports 
summarizing  national  data. 

As  a  result  of  an  active,  coordinated  surveillance  effort,  AIDS  reporting  is 
believed  to  be  80-95%  complete  in  the  United  States.  However,  it  is  not  uncommon 
for  cases  to  be  reported  many  months,  or  even  years,  after  diagnosis.  This 
"reporting  lag"  results  in  under- reporting  of  recently  diagnosed  cases.  For 
example,  only  12  of  the  26  cases  reported  in  1992  were  actually  diagnosed  in 
1992.  The  remaining  14  cases  were  diagnosed  in  earlier  years  but  not  reported 
in  a  timely  fashion.  As  a  result  of  reporting  lag  and  incomplete  reporting,  the 
data  on  the  following  pages  will  slightly  understate  the  current  epidemic  in 
Montana . 

Data  collected  by  the  national  AIDS  surveillance  system  are  used  for  several 
purposes,  including  monitoring  the  changing  HIV  epidemic  and  allocating 
prevention  and  treatment  resources  to  the  states.  Data  collected  at  the  state 
level  are  used  in  a  similar  manner,  serving  as  a  tool  to  increase  awareness,  to 
guide  prevention  efforts,  and  to  allocate  resources.  As  a  result,  case  reporting 
continues  to  serve  as  a  cornerstone  to  HIV  prevention  efforts. 


Reported  AIDS  Cases 


Montana's  first  AIDS  case  was  reported  in  1985;  as  of  December  31,  1993,  a  total 
of  201  cases  had  been  reported.  Compared  with  other  states,  Montana  continues 
to  be  a  low  incidence  area.  Only  Wyoming,  North  and  South  Dakota  have  reported 
fewer  cases.  However,  as  with  many  rural  areas,  a  significant  percentage  of 
reported  cases  have  been  reported  during  the  past  few  years.  Of  Montana's  201 
reported  AIDS  cases,  59  (30%)  have  been  reported  within  the  past  12  months. 

FIGURE  1. 
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Figure  1  reflects  annual  reported  AIDS  cases,  by  year  of  report,  through  December 
1993.  The  graph  includes  individuals  who  may  have  been  diagnosed  with  AIDS  in 
other  states  but  moved  to,  or  sought  care,  in  Montana.  As  of  December  31,  1993, 
these  non-resident  AIDS  cases  accounted  for  30%  of  Montana's  reported  cases. 
Most  of  the  individuals  classified  as  non-resident  cases  have  been  Montana 
natives  returning  home  after  becoming  ill. 

The  number  of  cases  reported  during  1993  was  influenced  partly  by  an  expansion 
of  the  CDC's  AIDS  Case  Surveillance  Definition.  The  expansion,  which  took  place 
in  January  1993,  added  additional  conditions  to  the  definition.  As  a  result, 
many  individuals  who  were  not  considered  AIDS  cases  before  January  1993  are  now 
included.  Nationally  this  change  increased  the  number  of  cases  reported  in  1993 
by  75%.  As  a  result,  approximately  103,000  cases  were  reported  rather  than  the 
50,000-60,000  expected  under  the  old  definition.  A  similar  increase  was 
experienced  in  Montana,  rasultlng  in  59  new  AIDS  cftses  being  reported  during 
1993. 

Cases  by  Date  of  Diagnosis  and  Risk  Behavior 

Figure  2  reflects  cumulative  reported  AIDS  cases  (from  1982  through  December  of 
1993)  by  the  date  of  diagnosis  and  mode  of  transmission.  For  example,  four 
individuals  diagnosed  with  AIDS  between  the  years  1982  and  1985  have  been 
reported  to  MDHES.  Of  the  four  cases  diagnosed  during  this  time,  three  were 
among  men  who  had  sex  with  men  (M/M  Sex)  and  the  fourth  was  classified  as 
other/undetermined . 
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While  Figure  2  shows  fewer  cases  diagnosed  in  1991,  1992  and  the  first  half  of 
1993,  this  is  most  likely  a  reflection  of  the  reporting  lag.  As  indicated  by 
Figure  2,  men  who  have  sex  with  men  and  individuals  who  used  injecting  drugs 


account  for  more  than  80%  of  all  cases  reported.  The  percentage  of  individuals 
reporting  these  risk  behaviors  at  the  time  of  AIDS  diagnosis  has  changed  little 
during  the  course  of  Montana's  epidemic.  However,  national  trends  provide  a 
glimpse  of  what  Montana  may  experience  in  the  years  to  come: 

*  Among  exposure  groups,  the  greatest  percentage  increase  of  AIDS  cases 
reported  in  1992  occurred  in  people  infected  through  heterosexual  contact 
-  up  17%,  compared  to  a  If  increase  among  people  exposed  through  injecting 
drug  use  and  a  It  decrease  in  people  infected  by  homosexual  contact.  (CDC 
HIV/AIDS   Surveillance   Report,    2/93) 

*  The  number  of  AIDS  cases  among  women  continues  to  increase.  The  initial 
ratio  of  men  to  women  was  greater  than  11  to  one.  This  ratio  is  now  about 
eight  men  to  one  woman  and  leas  than  three  men  to  one  woman  among 
adolescents .  (June  E.  Osborn,  M.D.,  Chairman  of  the  National  Commission  on 
AIDS,  in  testimony  provided  to  the  U.S.  Senate  Committee  on  Finance, 
12/92) 


Demographics  of  Reported  AIDS  Cases 


Table  1  provides  a  demographic  overview  of  all  reported  AIDS  cases  as  of 
December  31,  1993.   The  information  detailed  is  collected  on  each  AIDS  case 
reported  in  Montana  and  the  United  States. 


TABLE    1. 


MONTANA 
CUMULATIVE  REPORTED  AIDS  CASES 

Surveillance  Report  -  As  of  September  30,  1  993 


Adult/Adolescent 

Exposure  Category 

Males 

% 

Females 

% 

Total 

% 

Men  Who  Have  Sex  With 
Men 

120 

61 

0 

0 

120 

61 

Injecting  Drug  Use 

21 

12 

1 

6 

22 

11 

Men  Who  Have  Sex  with 
Men  and  Injecting  Drug  Use 

22 

12 

0 

0 

22 

11 

Hemophiliac 

7 

4 

0 

0 

7 

4 

Heterosexual  Contact 

3 

2 

11 

65 

14 

7 

Transfusion  With 
Blood/Products 

2 

1 

4 

24 

6 

3 

None  of  the  Above/Other' 

6 

3 

1 

6 

7 

4 

Total 

181 

100 

17 

100 

198 

100 

Pediatric 

Exposure  Category 

Males 

% 

Females 

% 

Total 

% 

Hemophiliac 

0 

0 

0 

0 

0 

0 

Parent  at  risk/has 
AIDS/HIV 

2 

100 

1 

100 

3 

100 

Transfusion  with 
blood/products 

0 

0 

0 

0 

0 

0 

None  of  the 
Above/Other' 

0 

0 

0 

0 

0 

0 

Total 

2 

100 

1 

100 

3 

100 

Adult/Adolescent 

Pediatric 

Total 

Race/Ethnicity 

Cases 

% 

Cases 

% 

Cases 

% 

White,  Not  Hispanic 

176 

89 

1 

33 

177 

88 

Black,  Not  Hispanic 

3 

2 

0 

0 

3 

1 

Hispanic 

8 

4 

0 

0 

8 

4 

Asian/Pacific  Is. 

0 

0 

0 

0 

0 

0 

Am.  Indian/Alaskan 

1  1 

6 

2 

67 

13 

6 

Unknown 

0 

0 

0 

0 

0 

0 

Total 

198 

100 

3 

100 

201 

100 

Age 

Cases 

% 

Under  5 

3 

1 

5-12 

0 

0 

13-19 

2 

1 

20-29 

48 

24 

30-39 

93 

46 

40-49 

39 

19 

Over  49 

16 

8 

Unknown 

0 

0 

Total 

201 

100 

*  None  of  the  Above/Other  includes  patients  under  investigation,  patients  lost  to  follow-up  or  who  refused  an  interview,  and  cases  which  may  have 
been  investigated  and  closed  without  establishing  a  confirmed  risk. 
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Distribution  of  Montana's  AIDS  Cases 

As  of  December  31,  1993,  33  of  56  (59%)  counties  have  reported  at  least  one  AIDS  case. 
Figure  3  reflects  the  distribution  of  reported  AIDS  cases  by  county.  Montana's  seven  largest 
counties,  (Yellowstone,  Missoula,  Cascade,  Flathead,  Gallatin,  Lewis  &  Clark  and  Silver  Bow) 
which  account  for  57%  of  Montana's  population,  account  for  81%  of  all  reported  cases.  Recent 
national  trends  indicate  the  greatest  percentage  of  growth  among  reported  AIDS  cases  is 
taking  place  in  rural  areas : 

*  Non-metropolitan  areas  with  populations  of  less  than  50,000  experienced  an  increase 
of  9.4%  in  reported  AIDS  cases  in  1992.  The  increase  in  such  areas  was  nearly  three 
times  that  experienced  in  metropolitan  areas  with  populations  of  more  than  50,000. 


FIGURE  3, 


Montana  AIDS  Cases  by  County 

As  of  December  31,  19§3 


#  of  Cases 


Collection  of  HIV  Data 

Montana  is  one  of  38  states  which  requires  some  manner  of  HIV  reporting  to  either  state  or 
local  health  departments  (CDC  Surveillance  Update,  June  1993) .  At  present,  Montana,  like  25 
other  states,  does  not  require  reporting  by  name  but  relies  primarily  on  the  reporting  of 
demographic  information  to  the  state  health  department  for  monitoring  trends  and  directing 
prevention  efforts.  A  detailed  discussion  regarding  the  advantages  and  disadvantages  of  HIV 
named  reporting  is  presented  on  page  47. 
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Although  names  of  persons  with  HIV  are  not  reported  to  MDHES,  approximately  60-75%  of  the 
tests  submitted  to  the  Montana  Public  Health  Laboratory  (MPHL)  include  demographic 
information  describing  individuals  seeking  testing.  Such  information  includes  the  age,  race, 
sex,  and  reported  risk  behaviors  and  are  useful  for  monitoring  testing  and  infection  trends. 
The  information  collected  through  public  and  private  testing  is  detailed  in  the  following 
section. 


HIV  Counseling/Testing  in  Montana 


The  success  of  counseling/testing  and  partner  notification  efforts  as  a  means  of  slowing  the 
HIV  epidemic  relies  on  reaching  those  individuals  with  the  greatest  risk  for  HIV  infection. 
As  indicated  by  Figure  4,  the  demand  for  public  and  private  HIV  testing  through  the  MPHL  has 
steadily  increased  since  its  availability  in  1985.  The  Montana  AIDS  Prevention  Act  (50-16, 
part  10  MCA) ,  mandates  counseling  of  individuals  who  are  tested  for  HIV.  As  a  result, 
thousands  of  Montanans  have  received  one-on-one  counseling  regarding  HIV,  their  risk,  and  how 
to  protect  themselves . 


FIGURE  4, 


Montana  HIV  Testing 
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As  reflected  by  Figure  4,  the  demand  for  HIV  testing  increased  dramatically  in  1992.  Much 
of  this  increase  may  be  attributed  to  the  announcement  by  basketball  star  Earvin  "Magic" 
Johnson  concerning  his  HIV  status.  Because  of  limited  financial  resources,  publicly 
supported  systems  have  been  strained  trying  to  meet  demand  for  testing.  The  following 
section  of  the  report  discusses  this  need  in  greater  detail  and  suggests  steps  that  can  be 
taken  to  assist  publicly  supported  testing  sites. 
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Characteristics  of  Individuals  Testing  HIV  Positive 

Risk  Behaviors 

Risk  behaviors  self -reported  by  individuals  testing  positive  for  HIV  antibodies  indicate 
modes  of  transmission  similar  to  those  reflected  by  Montana's  AIDS  cases.  However,  it  must 
be  noted  that  unlike  AIDS  cases,  much  of  the  counseling/testing  data  rely  solely  on  risks 
identified  by  the  patient.  However,  such  data  are  still  useful  for  monitoring  trends. 
Figure  5  reflects  data  collected  on  positive  tests  submitted  to  the  MPHL.  (The  "Unknown" 
category  in  Figure  5  reflects  tests  submitted  without  risk  information  and  does  not  indicate 
the  route  of  transmission  is  unknown.) 


FIGURE  5. 
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Cumulative  Demographics  of  Montana's  HIV  Positives 

Demographic  information  submitted  to  the  MPHL  indicates  those  individuals  who  are  HIV- 
infected  differ  little  from  those  diagnosed  with  AIDS  in  Montana.  Table  2  reflects 
cumulative  data  collected  through  the  MPHL  since  1989. 

TABLE  2.   CDMUIiATIVE  HIV-POSITIVE  TESTING  DEMOGRAPHICS,  MONTANA  1/89-12/93 
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Estimates  of  Montana's  HIV  Prevalence 


Estimating  the  number  of  HIV-infected  individuals  in  any  specific  population  is 
difficult.  The  U.S.  Public  Health  Service  has  relied  upon  surveys  of  selected 
populations  and  AIDS  case  reports  to  estimate  the  prevalence  of  HIV  in  the 
general  population.  Although  a  wide  range  of  estimates  has  been  established,  the 
current  national  estimate  assumes  one  million  Americans  are  currently  living  with 
HIV.  The  1992  Division  of  STD/HIV  Prevention  annual  report  from  the  Centers  for 
Disease  Control  and  Prevention  estimates  AIDS  has  been  diagnosed  in  about  20%  of 
the  one  million  individuals  thought  to  be  infected. 

Developing  similar  estimates  based  upon  Montana's  data  also  yields  a  range  of 
estimates.  These  estimates  indicate  approximately  300  to  870  individuals  may  be 
HIV-positive  in  Montana.  More  information  regarding  the  methods  used  and  the 
limitations  of  each  is  detailed  in  Appendix  IV. 

Projections  of  Future  AIDS  Cases 

Developing  accurate  projections  based  upon  a  relatively  small  number  of  AIDS 
cases  and  extending  such  projections  over  a  three-year  period  is  as  difficult  as 
estimating  the  prevalence  of  HIV.  Such  projections  are  based  upon  many 
assumptions  and  further  complicated  by  changes  in  the  AIDS  case  definition  and 
medical  treatments  which  delay  the  onset  of  AIDS.  However,  projections  play  a 
vital  role  in  planning  for  resources,  education,  and  monitoring  the  success  of 
prevention  efforts. 

Two  simple  methods- including  a  simple  linear  extrapolation  and  a  method  based 
upon  the  estimate  of  HIV  infection  in  Montana- were  used  for  the  projections  in 
this  section.  The  methods  used  are  discussed  in  detail  in  Appendix  IV.  Although 
quite  different,  the  methods  used  yielded  similar  results.  The  models  also 
predict  that  reporting  of  Montana's  AIDS  cases  in  1994  through  1996  will  return 
to  prior  levels. 

The  results  of  the  projections,  detailed  in  Figure  6,  indicate  that  as  many  as 
320  AIDS  cases  may  be  reported  by  December  31,  1996.  The  projection  reflects  the 
addition  of  approximately  121  AIDS  (a  60%  increase  over  the  present  number  of 
cases)  . 


FIGURE  6. 
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Conclusions 

Although  limited  by  assumptions,  the  data  presented  above  are  useful  for  planning 
and  educational  efforts.  Periodic  revisions  of  the  estimates  and  projections 
will  be  necessary  to  account  for  changes  in  reporting  trends,  treatments,  and 
other  factors  which  cannot  be  foreseen. 
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PROFILE: 

Age: 

Home: 


Tom  Freeman 

38 

St.  Ignatius 


Howdy, 

My  name  is  Tom.   I  am  a  3  8  year 
old  farmer,  living  eight  miles 
outside  a  small  town  in  Western 
Montana.   I  have  a  19  year  old 
stepdaughter,  numerous  ex- inlaws, 
half  interest  in  100  acres  with  a 
year  round  spring  creek,  milk  cows, 
sheep,  pigs,  chickens,  and  I  also 
have  AIDS . 

My  partner  and  I  tested  HIV 
positive  in  December  1988.   Before 
getting  tested  we  had  lost  friends 
and  past  sexual  partners  to  this 
disease,  so  we  had  our  suspicions. 
Nothing  can  prepare  a  guy  for  the 
confirmation,  yes  you  have  a  disease 
that  in  a  few  years  is  going  to  make 
you  die . 

The  doctor  we  first  went  to  for 
blood  counts  told  us  that  we  better 
sell  the  farm  and  move  out  of  state 
to  a  big  city  with  a  major  hospital, 
WRONG!   Montana  is  my  home  and  where 
I  want  to  LIVE,  until  I  die  on  the 
base  of  these  mountains .   We  found 
great  medical  support  in  a 
neighboring  small  town  clinic  -  the 
least  toxic  anti-viral  therapies, 
vitamins,  herbs,  diet,  positive 
frame  of  mind. 

I've  been  working  with  the 
Missoula  AIDS  Council  since  1989 
helping  people  with  AIDS  live  and 
die.   Currently,  I'm  on  the  Missoula 
AIDS  Council  Board,  the  Support/Care 
and  Education  Committees.   For  the 
past  year  I've  been  traveling  the 
state  speaking  on  various  AIDS 
education  panels  in  school,  Vo- 
Techs,  and  community  meetings  as  a 
Person  with  AIDS .   Bringing  home  the 
message  that  the  HIV  virus  is  here 
in  01 '  Montana . 

In  1989  telling  my  then  IG  year 
old  stepdaughter  that  I  was  HIV 
positive  was  the  hardest  of  all  my 
family,  but  she  and  my  nieces  and 
nephews  are  the  people  who  most 
needed  to  know.   Giving  our  young 
people  the  information  about  HIV 
transmission,  educating  them  as  how 
to  protect  themselves,  teaching  them 
to  value  each  other  and  how  to  say 
"NO"  or  "No  glove.  No  love,"  will 
save  lives. 


Most  Montanans,  including  gays, 
still  don't  believe  AIDS  is  anything 
to  worry  about.   If  you  are  having 
or  thinking  of  having  SEX  then  it  is 
your  concern.   Looking  back  on  who 
I've  been  with  and  when  they  died  of 
AIDS  (Liver  failure  in  local  paper) 
in  1981,  I  could  have  been  exposed 
to  the  virus  in  1982  not  20  miles 
away.  In  1982  it  wasn't  named  yet. 
Now  we  know  and  if  we  are  not  to 
lose  our  next  generation  we  have  to 
do  more . 

The  disease  is  caused  by  a 
micro-organism.   The  virus  can  only 
get  into  your  body  through  something 
you  decide  to  do,  based  on  how  you 
do  or  do  not  take  care  of  yourself. 
It  is  not  who  you  are,  it  is  what 
you  do.   I  didn't  get  this  disease 
from  a  bad  diet. 

I've  lost  a  great  chunk  of  my 
future!   I  know  I  won't  be  an  old 
codger.   I  wonder  if  I'll  see  the 
new  heifer  calves  grow  to  calve 
themselves .   Should  I  save  money  for 
anti-viral  meds  -  hospitalization  or 
add  another  cow. 

If  I  could  protect  you  I  would 
but  only  you  can  do  that  -  play 
safer. 

FIGHT  AIDS  NOT  PEOPLE  WITH  AIDS! 
HATE  IS  NOT  A  FAMILY  VALUE 


P.S. 


HUGS  HEAL! 


Preventing  the  Spread  of  HIV/ AIDS 

The  pages  which  follow  address  several  priority  populations  toward  which 
HIV/AIDS  prevention  and  education  activities  in  Montana  need  to  be 
directed  during  the  next  three  to  five  years.  These  are: 

*  the  general  public  because  ignorance  about  HIV/AIDS  is 
counterproductive  to  the  promotion  of  public  health  and  the 
prevention  of  the  spread  of  HIV; 

*  school-age  youth  because  we  must  protect  the  health  of  the  future 
generation  of  Montanans,  and  youth  are  at  an  age  when 
experimentation  and  risk-taking  are  common; 

*  special  populations  including  a)  persons  who  practice  behaviors  which 
put  them  at  high  risk  for  contracting  HFV,  and  b)  culturally  diverse 
populations  including  American  Indians  and  Hispanics  because  of 

.    cultural  issues  which  need  to  be  taken  into  account  to  assure  they 
protect  themselves  against  HIV,  and 

*  heterosexual  populations  because  recent  national  and  state  evidence 
indicates  an  increasing  incidence  of  HIV/AIDS  within  this  group. 
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HIV/AIDS  and  the  General  Public 

Montana's  Challenge 

Montana's  geographic  expanse,  sparse  population,  and  low  incidence  of  HIV/AIDS 
combine  to  present  a  formidable  challenge  to  designing  an  effective  statewide 
response  to  HIV/AIDS.  Somewhere  among  the  nearly  800,000  persons  in  Montana 
(799,065,  according  to  the  1990  Census)  are  201  individuals  who  have  CDC-defined 
AIDS  (as  of  December  31,  1993)  and  an  estimated  300  to  870  others  who  are 
infected  with  HIV  but  have  not  yet  developed  one  of  the  conditions  which  defines 
them  as  having  AIDS.  Many  of  these  persons  know  they  are  infected,  but  many  do 
not . 

Montana  is  presented  with  a  double-edged  sword  regarding  the  fight  against  the 
epidemic.  The  state's  low  incidence  of  HIV/AIDS  provides  an  opportunity  to 
intervene  before  the  disease  spreads  further  in  the  population- -an  opportunity 
not  available  to  other  states  where  the  virus  is  much  more  widespread  (see  Figure 
7  below) .  At  the  same  time,  residents  tend  to  deny  AIDS  has  come  to  Montana  and 
may  directly  affect  their  lives  because  so  few  are  currently  infected,  and 
because  many  do  not  know  anyone  who  is  HIV  positive.  As  a  result,  members  of  the 
public  may  not  listen  as  carefully  to  messages  about  how  the  virus  is  transmitted 
and  how  to  avoid  it  and  do  not  take  the  necessary  precautions  to  protect 
themselves  from  transmission. 

Figure  7.  AIDS  Cases  per  100,000  Population-  U.S.,  October  92-September  93 


Compounding  the  situation,  Montana's  vast  distances  place  an  extra  burden  on 
prevention  activities,  requiring  more  resources  to  "get  the  word  out"  about 
HIV/AIDS  than  in  areas  smaller  in  size  or  more  densely  populated.  Finally, 
because  most  Montanans  have  had  so  little  experience  with  the  disease,  they  may 
react  irrationally  about  AIDS  or  perhaps  behave  insensitively  toward  someone  who 
has  the  disease. 

The  degree  to  which  Montanans  are  misinformed  about  HIV/AIDS  is  reflected  in  the 
responses  to  the  MDHES  Behavioral  Risk  Factor  Surveillance  System  (BRFSS) .  The 
BRFSS  reflects  the  responses  of  more  than  1,000  Montanans  surveyed  in  1990,  1991, 
1992,  and  1993  regarding  their  knowledge,  attitudes,  and  beliefs  about  AIDS. 
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In  all  three  years,  more  than  one  in  five  respondents  said  they  would  not  be 
willing  to  work  with  a  person  infected  with  the  AIDS  virus.  In  1990,  more  than 
half  (52.4%)  said  they  would  not  eat  in  a  restaurant  where  the  cook  was  infected 
with  the  AIDS  virus;  in  1991  and  1992,  this  number  jumped  to  more  than  three  in 
five  (65.3%  and  60.5%  respectively).  In  1990,  fewer  than  one  in  four  (23.9%) 
indicated  they  thought  a  person  could  be  infected  with  the  AIDS  virus  from  giving 
blood,  while  in  1991  and  1992,  nearly  two  in  five  (39.7%  and  40.3%  respectively) 
believed  this  to  be  true.  Figure  8  details  three  of  the  HIV-related  questions 
tracked  by  the  BRFSS  in  1993. 

FIGURE  8. 
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Question  1 .  Would  you  Eat  at  a  Restaurant  with  a  HIV-positive  Cook? 

Question  2.  Can  you  get  AIDS  by  Giving  Blood? 

Question  3.  Would  you  be  willing  to  Worl<  with  a  HIV-positive  person? 


The  data  collected  through  the  BRFSS  reflect  the  discomfort  many  Montanans  feel 
when  confronted  with  individuals  who  are  HIV-positive  or  have  AIDS.  Other 
reactions  indicative  of  these  unwarranted  fears  include  these  examples: 

*  A  youngster  refuses  to  go  into  a  room  where  someone  with  AIDS  has  been 
earlier  that  week. 

*  Patients  in  a  physician's  office  move  to  another  waiting  room  when  they 
see  an  AIDS  patient  waiting  to  see  the  doctor. 

*  A  school  board  is  unwilling  to  allow  a  person  with  HIV  into  the  school  to 
talk  to  students. 

The  examples  listed  above  represent  just  a  few  of  the  many  instances  reported  to 
MDHES'  consultant  which  underscore  the  need  for  education.  It  should  be  noted, 
however,  that  many  instances  were  also  reported  which  indicated  persons  in  the 
state  are  well  informed  about  HIV/AIDS,  how  it  is  and  is  not  transmitted,  and  are 
sensitive  to  the  needs  of  those  infected  with  HIV.  Many  of  these  individuals  are 
contributing  their  time  and  energy  to  do  whatever  they  can  to  address  the  problem 
and  it  is  these  "unsung  heroes"  who  have  made  Montana's  job  of  fighting  HIV/AIDS 
much  easier  than  it  otherwise  might  have  been. 
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Attitudes 

Beyond  the  above-mentioned  hindrances  to  mounting  an  effective  response  to  the 
HIV/AIDS  epidemic  are  other  attitudes  which  further  impede  prevention  efforts. 

The  first  of  these  is  the  fear  of  homosexuals  or  homosexuality,  also  known  as 
homophobia.  Montana's  historic  tolerance  of  individuality  does  not  always  extend 
to  diversity  where  sexual  orientation  is  concerned.  The  Montana  law  making 
consensual  sex  between  persons  of  the  same  sex  a  felony  punishable  by  one  of  the 
stiffest  prison  sentences  and  highest  fines  in  the  country  is  one  tangible 
manifestation  of  this.  More  difficult  to  address,  however,  are  the  fears  and 
reactions  regarding  homosexuals  and  homosexuality  regularly  expressed  by  many 
Montanans  that  promote  the  misconception  that  AIDS  is  a  gay  disease  and  that 
education  efforts  are  either  unnecessary  for  the  general  population  or  amount  to 
promotion  of  what  many  view  as  objectionable  behaviors. 

A  detailed  survey  (shown  in  Table  3) ,  titled  Survey  of  Homosexual  and  Bisexual 
Population-  Acquired  Immune  Deficiency  Syndrome,  was  conducted  in  1990  for  the 
Montana  AIDS/STD  Program.  The  survey  dealt  with  a  variety  of  HIV/AIDS-related 
issues  and  was  sent  to  individuals  on  the  mailing  list  of  a  statewide 
organization  called  Out  in  Montana  (OIM) .  As  an  organization  concerned  with  the 
rights  of  homosexuals  and  AIDS  issues,  OIM's  mailing  list  provided  a  convenient 
means  of  disseminating  the  survey.  Based  on  the  survey  results,  approximately 
half  of  the  200  respondents  reported  experiencing  discrimination  as  a  result  of 
their  sexual  preference.  The  types  of  discrimination  most  frequently  cited 
included  verbal  harassment  (reported  by  36%  of  respondents)  and  rejection  by 
family  and  friends  (reported  by  18%) . 

Table  3.  INCIDENTS  OF  DISCRIMINATION  REPORTED  BY  RESPONDENTS  DUE 
TO  THEIR  SEXUAL  PREFERENCE 

Situation  Female  Male  All  Respondents 

Number       (%)  Number     (%)  Number     (%) 

Fired  from  a  Job  0        0.0%  1     0.0%  1     0.5% 

Job  Discrimination  (Not  Hired  or  Not 
Promoted)  5        6.7%  9     7.1%  14     7.0% 

Evicted  from  a  Rental  Unit  0  0.0%  0    0.0%  0  0.0% 

Not  Allowed  to  Rent  or  Buy  a  Housing  Unit  0  0.0%  0    0.0%  0  0.0% 

Verbally  Harassed/Criticized  25  33.3%  48  38.1%  73  36.3% 

Physically  Attacked  0  0.0%  4    3.2%  4  2.0% 

Rejected  by  Family  or  Friends  19  25.3%  17  13.5%  36  17.9% 

Refused  Health  Care  0  0.0%  1    0.8%  1  0.0% 

Refused  Health  of  Life  Insurance  2  2.7%  0    0.0%  2  1.0% 

Suffered  Damage  to  Property/Possessions  2  2.7%  9     7.1%  II    5.5% 

Other  6  8.0%  6    4.8%  12    6.0% 

None  of  the  Above  37       49.3%  62  49.2%  99  49.3% 

n  =  75  n=126  n=201 

Conducted  by  Dodge  Data  Systems  for  the  Montana  Department  of  Health  and  Environmental  Sciences,  September  1990. 
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other  recent  examples  reflecting  this  fear  or  discomfort,  which  were  either 
reported  to  the  MDHES  consultant  or  in  the  local  press,  include  the  following 
instances : 

*  Helena  record  stores  stop  selling  tickets  to  a  HIV/AIDS  fundraising 
concert  featuring  a  gay  singing  group  after  receiving  complaints  over  the 
telephone. 

*  A  gay  college  student  at  the  University  of  Montana  is  harassed  by  other 
residents  of  his  dormitory. 

*  A  newspaper  carries  a  one- line  notice  of  a  meeting  of  gays  and  lesbians, 
precipitating  numerous  complaints  and  letters  to  the  editor.  The  editor 
responds  with  an  editorial  saying  the  paper  should  be  free  to  print 
notices  of  any  group  which  is  meeting. 

*  Several  letters  received  during  the  public  comment  period  for  this  report 
equated  all  homosexuals  with  child  molesters  and/or  individuals  who  seek 
to  recruit  others  to  their  sexual  orientation.  In  many  cases,  such  fears 
were  the  basis  for  opposition  to  school -based  HIV/AIDS  education. 

Attitudes  such  as  those  described  above  hinder  prevention  efforts  directed  toward 
homosexuals.  As  a  result,  many  of  the  individuals  at  greatest  risk  of  infection 
are  difficult  to  reach  with  prevention  messages  and  may  be  reluctant  to  come 
forward  for  HIV  counseling  and  testing.  Since  the  predominant  mode  of 
transmission  in  the  United  States  and  Montana  continues  to  be  among  men  who  have 
sex  with  men,  educational  messages  directed  toward  this  population  are  essential 
in  combatting  the  epidemic. 

Another  obstacle  to  fighting  HIV/AIDS  is  discomfort  with  issues  concerning 
sexuality.  This  discomfort  makes  it  difficult  to  talk  clearly  and  precisely  about 
sexual  modes  of  transmission,  including  which  sexual  activities  place  one  at  risk 
for  infection,  and  how  to  protect  oneself.  This  obstacle  often  contributes  to 
the  unwillingness  of  parents  to  discuss  sex  with  their  children.  As  a  result, 
many  children  do  not  hear  messages  about  how  HIV  is  spread  and  how  to  avoid  it. 

Examples  collected  by  the  MDHES  consultant  of  where  this  discomfort  about 
sexuality  has  hampered  needed  communications  are  these: 

*  A  list  of  ways  HIV  can  be  transmitted,  part  of  a  paid  advertisement  from 
a  local  health  department  to  encourage  testing  for  those  at  risk,  is 
labeled  too  explicit  for  a  local  newspaper.  The  health  department  has  to 
delete  these  from  its  ad. 

*  A  line  drawing  of  a  penis  is  censored  out  of  material  about  puberty  used 
in  a  school  presentation. 

Overcoming  such  obstacles  with  limited  resources  is  difficult.  However,  many 
public  and  private  entities  and  individuals  have  contributed  a  great  deal  of  time 
and  energy  to  educate  people  throughout  the  state.  The  following  section 
discusses  the  present  efforts  and  roles  of  these  entities  and  their  future  needs. 

The  primary  public  entities  with  formal  responsibility  for  HIV/AIDS 
prevention/education  activities  in  Montana  have  historically  relied  upon  federal 
dollars  passed  through  the  MDHES  AIDS/STD  Program.  More  information  about  these 
entities'  funding  and  services  may  be  found  in  Attachment  I.  These  entities 
include : 

*  ten  designated  Health  Education  and  Risk  Reduction  (HERR)  sites  which 
carry  out  prevention/education  activities  in  their  areas; 

*  eleven  designated  Counseling,  Testing,  Referral  and  Partner  Notification 
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(CTRPN)  sites  which  provide  anonymous  HIV  testing,  pre-  and  post-test 
counseling  and  related  services; 

*  nine  largely  volunteer  community-based  organizations  (CBOs)  which  receive 
some  HERR  funds  as  well  as  raising  some  private  funds  to  undertake 
educational  activities; 

*  counties  without  HERR  sites  which  are  eligible  for  state  fiscal  year  92-93 
funds  from  the  Preventive  Health  Service  Block  Grant  (approximately  $425 
per  county) , 

*  and  several  organizations  which  MDHES  contracts  with  for  prevention 
activities  targeting  specific  populations. 

Recommendations 

Because  the  above-described  attitudes  inhibit  an  effective  response  to  the 
epidemic,  it  is  essential  that  educational  activities  aimed  at  alleviating  fears 
and  encouraging  frank  discussions  regarding  HIV/AIDS  issues  be  directed  toward 
the  general  population.  Denial  and  ignorance  are  complex  issues,  so  ongoing  and 
multifaceted  approaches  will  be  required  to  address  them.  Clearly  a  message 
delivered  once  about  HIV/AIDS  and  how  to  avoid  it  will  not  be  sufficient.  It  is 
essential  that  truths  about  the  disease  be  faced  head-on.  While  sensitivities 
about  some  of  the  issues  related  to  HIV/AIDS  are  understood,  in  the  long  run  it 
is  more  important  to  talk  openly  and  frankly  about  how  the  disease  is  transmitted 
and  how  to  avoid  it  than  to  remain  polite  and  risk  misinforming  people  about  a 
preventable  disease  which,  if  contracted,  will  kill  them.  The  following  priority 
recommendations  are  made  with  regard  to  educating  the  general  population: 

1.  Seek  additional  public  funding  enabling  the  ten  Health  Education  and  Risk 
Reduction  (HERR)  sites  in  the  state  to  reach  larger  audiences  with  messages  about 
transmission  of  HIV  and  how  to  avoid  it,  and  to  develop  and  offer  educational 
programs  viewing  the  disease  as  a  public  health  problem  capable  of  infecting  and 
affecting  all  Montanans. 

Explanation:  The  ten  HERR  sites  in  the  state  are  grossly  under- funded  to 
carry  out  their  health  education  and  risk  reduction  role.  Reliance  solely 
on  federal  funds  has  simply  not  provided  adequate  resources  to  effectively 
mount  a  statewide  HIV/AIDS  education  campaign  across  the  state.  Montana 
is  one  of  six  states  in  the  nation  which  has  not  dedicated  state  funds 
directly  toward  a  specific  aspect  of  HIV/AIDS  (Intergovernmental  AIDS 
Reports,  September  1992).  While  recognizing  the  state's  budget  deficit 
makes  it  difficult  to  allocate  state  funds  for  this  purpose,  it  is 
essential  that  the  legislature  adequately  fund  HIV/AIDS  education  for 
Montana's  residents.  Preventing  the  spread  of  HIV/AIDS  is  a  rightful 
concern  and  responsibility  of  our  elected  representatives. 

2.  MDHES:  Provide  specialized  training  to  staff  at  Health  Education  and  Risk 
Reduction  (HERR)  sites  to  enable  them  to  address  attitudes  directed  towards 
homosexuality  which  hinder  prevention  in  the  communities  with  which  they  work. 

Explanation:  Several  groups  in  Montana  have  developed  materials  educators 
can  use  to  help  audiences  assess  and  overcome  attitudes  and  beliefs  which 
may  not  be  conducive  to  the  promotion  of  the  public  health  or  the 
prevention  of  HIV.  This  recommendation  calls  on  the  MDHES  AIDS  Program  to 
collect  this  information  and  train  HERR  staff  members  to  make  use  of  it  in 
their  work. 
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3.  Seek  additional  public  funding  for  the  11  Counseling,  Testing,  Referral  and 
Partner  Notification  (CTRPN)  sites  so  they  can  meet  the  ever-increasing  demand 
for  HIV  testing. 

Explanation:  The  demand  for  HIV  testing  rose  significantly  after  the 
announcement  by  Magic  Johnson  that  he  is  infected  with  HIV.  The  result 
was  a  60%  increase  in  HIV  testing  during  1992,  most  of  which  has  been 
maintained  during  1993.  Sites,  which  were  already  funded  at  modest 
levels,  had  no  additional  resources  available  to  meet  the  needs  created  by 
the  sudden  rise  in  testing.  To  meet  their  needs,  many  sites  supplemented 
the  federal  dollars  they  received  with  funding  from  the  county  in  which 
they  are  located;  others  did  not.  Some  CTRPN  programs  have  moved  to  using 
volunteers  to  provide  pre-  and  post -test  counseling;  they  do  not  have 
enough  money  to  cover  costs  otherwise.  Despite  the  increased  need, 
federal  funding  has  remained  relatively  stable. 

Local  health  departments  have  traditionally  relied  heavily  on  county 
dollars  for  support.  Funding  for  HIV  counseling  and  testing,  a  prevention 
tool  since  those  being  tested  are  counseled  about  behavior  which  puts  them 
at  risk  of  HIV  transmission,  is  a  legitimate  expense  for  county 
government.  However,  counseling  and  testing  costs  should  not  be  borne 
solely  by  those  counties  where  the  CTRPN  sites  are  located.  A 
supplemental  funding  method  allowing  each  county  to  participate  in  funding 
the  CTRPN  site  most  likely  used  by  its  residents  should  be  considered. 

4.  Seek  private  funding  to  support  the  educational  activities  of  the  AIDS 
Community  Based  Organizations  (CBOs)  located  in  the  state. 

Explanation:  There  are  ten  AIDS-focused,  community -based  organizations  in 
Montana.  (See  Attachment  I  for  list  of  the  CBOs  and  more  about  their 
programs.)  All  indicate  they  are  overwhelmed  by  the  amount  of  work  they 
need  to  do  and  have  minimal  funding  with  which  to  do  it.  At  this  time, 
each  HERR  site  passes  through  a  small  portion  of  their  funding  to  a  CBO  in 
their  area.  There  are  also  a  number  of  less  formally  structured  AIDS  task 
forces  in  communities  around  the  state,  some  of  which  also  need  funding  to 
accomplish  their  objectives. 

There  are  untapped  private  resources  which  could  be  drawn  upon  for  the 
funds  needed  by  the  CBOs  and  the  task  forces,  but  a  plan  needs  to  be 
developed  for  how  the  entities  might  be  approached  in  support  of  the  CBOs 
and  how  to  make  the  appeal  or  assist  the  CBOs  to  seek  this  support.  In 
some  cases  a  unified  appeal  would  be  the  only  way  the  interest  of  these 
entities  might  be  tapped.  A  non-profit  organization  should  be  developed 
for  this  purpose.  The  MDHES  AIDS  Program  should  assist  this  organization 
by  providing  support  and  contributing  to  the  necessary  start-up  costs.  The 
presidents  of  existing  CBOs  should  serve  in  an  advisory  capacity  to  the 
state  and  the  organization  in  this  start-up  period.  Over  time,  the 
organization  should  examine  its  board  makeup  to  assure  there  is  adequate 
CBO  representation. 

It  should  be  noted  the  CBOs  are  also  active  in  providing  support  services 
for  those  with  HIV/AIDS  and  their  families  and  friends.  Some  provide 
emergency  funds  to  clients;  some  are  involved  with  the  care  and  treatment 
issues;  all  provide  support  services  of  various  kinds  such  as  buddies  or 
support  groups  for  persons  with  HIV/AIDS.  The  services  of  each  CBO  are 
based  upon  locally  defined  needs.  All  rely  heavily  on  the  use  of 
volunteers  for  their  work.  None  of  this  would  change  under  the  proposal 
to  have  the  parent  organization  coordinate  and  assist  with  fundraising, 
and  it  is  anticipated  some  of  the  fundraising  would  benefit  the  CBOs' 
support  activities  as  well  as  their  prevention/education  activities. 
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5.  Maximize  pxiblic  and  private  funding  for  special  projects  aimed  at  HIV/AIDS 
education  for  the  general  population. 

Explanation:  Public  and  private  dollars  are  occasionally  made  available 
for  projects  aimed  at  HIV/AIDS  prevention.  MDHES  has  procured  some  of 
these  funds  in  support  of  educational  programs  operated  by  Out  In 
Montana/Montana  Gay  Health  Project  and  Criticare  Health  Services.  MDHES 
should  continue  to  look  for  opportunities  to  apply  for  additional  funding 
as  it  becomes  available. 

New  private  foundation  grant  support  should  be  sought  for  a  one-time, 
highly  visible,  carefully  planned  event  to  be  known  as  "Montana  HIV/AIDS 
Awareness  Week"  which  would  feature  state-level  and  local  activities.  A 
one-year  lead  time  between  awarding  of  the  grant  and  the  Awareness  Week 
would  be  required  to  develop  the  kind  of  program  envisioned.  Grant 
support  should  pay  for  staff  to  plan  the  state-level  activities,  to  assist 
localities  in  planning  their  activities  and  for  projects  proposed  at  the 
state  and  local  levels.  The  MDHES  AIDS  Program  should  be  responsible  for 
identifying  possible  funding  sources  and  applying  for  funding. 
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HIV/ AIDS  AND  MONTANA'S  YOUTH 

School-Based  HIV/AIDS  Education 

For  the  reasons  outlined  in  this  section,  school -based  education  was  considered 
to  be  the  most  important  means  of  combating  the  HIV  epidemic  by  the  Planning 
Advisory  Council.  The  same  recommendation  also  generated  the  greatest  amount  of 
opposition  during  the  public  review  process.  In  an  effort  to  address  many  of  the 
concerns  expressed,  the  following  section  contains  information  intended  to 
clarify  the  intentions  of  such  a  curriculum.  Due  to  the  length  of  the  guidelines 
developed  by  the  Centers  for  Disease  Control  and  Prevention  and  adapted  by  the 
Montana  Office  of  Public  Instruction  (OPI) ,  there  is  insufficient  room  to  discuss 
them  in  greater  detail.  Copies  of  the  Montana  AIDS  Curriculum  Planning 
Guidelines  developed  by  OPI  have  been  distributed  to  all  Montana  schools  and  are 
available  for  review. 

It  is  essential  that  school -age  youth  be  a  primary  target  for  HIV/AIDS  education. 
They  are  Montana's  future,  and  they  need  to  be  fully  aware  of  the  dangers  of 
HIV/AIDS  and  how  to  protect  themselves  from  contracting  it  as  they  move  toward 
adulthood.  Furthermore,  youth  want  more  information.  HERR  and  CBO  educators  who 
have  given  school  presentations  report  that  every  age  group  they  encounter  wants 
more  information  on  HIV/AIDS.   To  effectively  reach  school -age  youth: 

*  Age-appropriate  HIV/AIDS  education  should  start  in  kindergarten  and 
continue  to  grade  12; 

*  It  should  be  offered  within  the  context  of  a  more  comprehensive  school 
health  program  that  establishes  a  foundation  for  understanding 
relationships  between  personal  behavior  and  health.^  In  addition, 
information  about  AIDS  should  be  integrated  into  other  study  areas 
whenever  possible; 

*  Along  with  imparting  facts  about  HIV/AIDS  and  its  transmission,  the  AIDS 
curriculum  should  teach  students  communication  and  negotiation  skills  and 
promote  self-worth  and  self-esteem  to  help  prepare  them  to  confront 
challenging  situations;  ^ 

*  The  HIV/AIDS  educational  offerings  should  be  interesting  and  engrossing 
for  students,  using  such  approaches  as  games,  role  playing,  speakers  with 
HIV/AIDS  and  drama. 

HIV/AIDS  education  among  teenagers  needs  special  emphasis.  The  teenage  years 
involve  experimentation  of  many  kinds,  including  sexual  experimentation,  and 
feelings  of  invincibility  can  lead  to  careless  behavior  and  negative 
consequences.  With  teens: 

*  Messages  about  how  HIV  is  transmitted  and  how  to  avoid  becoming  infected 
should  be  presented  in  language  which  is  very  clear,  direct,  and  explicit. 
Teens  indicate  they  have  no  problem  with  straight  talk,  and  they  need  to 
know  this  information; 

*  Peer  education,  with  teens  talking  to  teens  about  HIV/AIDS,  is 
particularly  effective.  The  Save  Our  Kids  (SOK)  teen  group  in 
Missoula,  started  and  operated  by  teens  for  teens  with  support  from 


^  "Guidelines  for  Effective  School  Health  Education  to  Prevent 
the  Spread  of  AIDS, "  Morbidity  and  Mortality  Weekly  Report,  January 
29,  1988. 
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the  Missoula  City-County  Health  Department  and  the  Missoula  School 
District,  is  an  example  of  a  successful  peer  group  effort  that  should  be 
replicated; 

*  The  message  that  abstinence  is  truly  the  only  way  to  avoid  sexual 
transmission  of  HIV  is  important  and  should  be  stressed,  but  proper  use  of 
condoms  must  also  be  taught  given  the  fact  that  37%  of  teens  under  15 
years  of  age  and  51%  of  all  teens  surveyed  in  1993  by  the  Montana  Youth 
Risk  Survey  indicated  they  have  had  sexual  intercourse.  The  survey  also 
indicated  45%  did  not  use  a  condom  during  their  last  act  of  sexual 
intercourse . 

The  state  Office  of  Public  Instruction  (OPI)  receives  funds  from  the  Centers  for 
Disease  Control  and  Prevention  for  a  variety  of  HIV/AIDS  educational  activities 
aimed  at  school-aged  youth.  Under  the  CDC-funded  program,  OPI  has  developed  and 
distributed  to  all  schools  curriculum  planning  guidelines  and  model  HIV/AIDS 
curricula  for  elementary,  junior  high,  and  senior  high  classes.  They  have 
developed  and  distributed  to  all  schools  model  policies  for  them  to  use  or  adapt 
concerning  communicable  diseases  (including  HIV)  among  students  and  staff.  OPI 
has  also  trained  approximately  1,500  teachers  and  administrators  who  themselves 
have  trained  others  and  have  taught  HIV/AIDS  education.  Further,  OPI  carries  out 
knowledge  assessment  activities.  (More  information  about  OPI ' s  HIV/AIDS 
educational  program  may  be  found  in  Attachment  II.) 

Guidelines  developed  by  the  Centers  for  Disease  Control  and  Prevention  (Morbidity 
and  Mortality  Weekly  Report,  January  29,  1988)  served  as  OPI's  blueprint  in  the 
development  of  their  curriculum  guidelines  and  are  included  in  the  materials 
distributed  to  Montana's  schools.  The  guidelines  state  that,  "The  specific  scope 
and  content  of  AIDS  education  in  schools  should  be  locally  determined  and  should 
be   consistent   with  parental   and  coinmunity  values." 

The  intent  of  the  guidelines  distributed  by  OPI  is  not  to  promote  homosexuality 
or  promiscuity  but  to  prevent  HIV  infection.   The  guidelines  state  that: 

"School  systems  should  make  programs  available  that  will  enable  and  encourage 
young  people  who  have  not  engaged  in  sexual  intercourse  and  who  have  not  used 
illicit   drugs    to   continue    to    ...": 

*  Abstain  from  sexual  intercourse  until  they  are  ready  to  establish  a 
mutually  monogamous  relationship  within    the   context   of  marriage; 

*  Refrain   from  using  or  injecting  illicit  drugs. 

For  young  people  who  have  engaged  in  sexual  intercourse  or  who  have  injected 
illicit   drugs,    school  programs   should  enable  and  encourage   them   to: 

*  Stop  engaging  in  sexual  intercourse  until  they  are  ready  to  establish  a 
mutually  monogamous   relationship  within    the   context   of  marriage; 

*  Stop   using  illicit   drugs. 

Despite  all  educational  efforts,  some  young  people  may  remain  unwilling  to  adopt 
behavior  that  would  virtually  eliminate  their  risk  of  becoming  infected. 
Therefore,  school  systems,  in  consultation  with  parents  and  health  officials, 
should  provide  AIDS  education  addressing  preventive  types  of  behavior  that  should 
be  practiced  by  persons  with  an  increased  risk  of  acquiring  HIV.      These  include: 

*  Avoiding  sexual  intercourse  with  anyone  who  is  known  to  be  infected,  who 
is  at  risk  of  being  infected,    or  whose  HIV  infection  status  is  not  known; 

*  Using  a  latex  condom  with  spermicide  if  they  engage  in  sexual   intercourse; 
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*  Seeking   treatment   if  addicted   to  illicit   drugs; 

*  Not   sharing  needles   or  other  injection   equipment; 

*  Seeking  HIV  counseling  and   testing  if   infection   is   suspected. 

Issues/Problems 

Montana  schools  may  elect  to  use  the  OPI  model  curriculum  and  policies,  develop 
their  own,  or  have  none.  Many  school  districts  have  chosen  the  latter  course. 
A  statewide  survey  of  grade  7-12  school  principals  conducted  by  OPI  in  April  and 
May  1990  revealed  the  following: 

It  appears  that  few  Montana  schools  have  provided  the  kind  of  education 
that  will  be  effective  in  enabling  students  to  adopt  healthy  behaviors  and 
avoid  preventable  diseases.   Specifically: 

-Fewer  than  60%  of  schools  with  7th  and  8th  grade  classes  provided  any 
kind  of  HIV  prevention  education  during  the  school  year. 

-Fewer  than  45%  of  schools  with  classes  in  grades  11  and  12  provided 
any  kind  of  HIV  prevention  education  during  the  school  year. 

Further,  OPI's  survey  notes  that: 

According  to  current  health  education  research,  it  may  take  as  many 
as  30  hours  of  health-related  instruction  during  the  school  year  to 
provide  students  with  the  kind  of  education  that  would  enable  them 
to  adopt  healthy  behaviors  and  to  avoid  preventable  diseases. 
Effective  HIV  prevention  education  is  best  accomplished  within  a 
comprehensive  health  education  program  emphasizing  the  development 
of  skills  and  self-esteem  needed  to  maintain  types  of  behavior  that 
virtually  eliminate  risk  of  HIV  infection.  As  part  of  a 
comprehensive  school  health  education  program,  five  or  more  hours 
during  the  school  year  devoted  to  the  HIV  prevention  component  are 
indicated. 

However,  the  survey  found  that: 

-Fewer  than  50%  of  schools  provided  HIV  prevention  education  integrated 
into  comprehensive  health  education  in  grades  7  through  10. 

-Fewer  than  10%  of  schools  with  11th  and  12th  grade  classes  provided  HIV 
prevention  education  integrated  into  comprehensive  health  education. 

OPI's  goals  have  been  to  increase  to  75%  the  number  of  junior  high  and  senior 
high  schools  that  provide  effective  HIV/AIDS  education,  with  specific  objectives 
for  students  at  each  grade  level  (80%  of  7th,  8th  and  9th  graders;  90%  of  10th 
graders;  35%  of  llth  and  12th  graders) . 

There  can  be  deadly  consequences  when  schools  do  not  offer  HIV/AIDS  education. 
It  would  be  ideal  if  eacii  school  district  voluntarily  elected  to  make  HIV/AIDS 
education  available,  with  school  boards,  parents  and  teachers  all  urging  this. 
However,  it  has  not  happened.  Therefore,  it  was  the  opinion  of  the  Planning 
Advisory  Council  that  Montana  should  specifically  include  HIV/AIDS  education 
within  the  health  enhancement  programs  required  by  the  Montana  School 
Accreditation  Standards.  In  doing  this,  Montana  would  join  the  32  other  states 
which  now  require  HIV/AIDS  education  in  grades  K-12. 

In  addition  to  making  HIV/AIDS  education  available,  training  of  students  and 
teachers  are  also  addressed  in  the  following  recommendations. 
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Recommendations: 

6.  BOARD  OF  PUBLIC  EDUCATION:  Ensure  that  HIV/AIDS  education  be  available  in 
grades  K-12  in  every  public  school  in  Montana.  Further,  ensure  that  the  basic 
information  which  must  be  taught  in  each  grade,  as  identified  by  the  Office  of 
Public  Instruction  (OPI) ,  is  made  part  of  a  comprehensive  school  health 
curriculum  by  specifically  including  HIV/AIDS  education  in  the  Health  Enhancement 
Section  of  the  Montana  School  Accreditation  Standards. 

Explanation:  It  is  not  recommended  that  every  student  be  required  to  take 
these  offerings  nor  that  every  teacher  be  required  to  teach  them. 
However,  every  grade  in  every  public  school,  under  this  recommendation, 
must  make  HIV/AIDS  education  available.  If  teachers  are  not  comfortable 
teaching  about  sexuality  issues  or  do  not  feel  adequately  prepared  or 
up-to-date  on  AIDS  issues,  these  feelings  should  be  respected.  However, 
each  school  district  needs  to  make  some  arrangement  to  assure  that  its 
schools  are  prepared  and  willing  to  teach  about  HIV/AIDS. 

At  the  present  time,  HERR  sites  and  CBOs  have  conducted  events  to  increase 
HIV/AIDS  awareness  and  meet  the  need  for  school  and  community-based 
education.  However,  HERR  funding  is  limited.  In  the  event  that  HERR 
sites  are  relied  on  to  continue  or  expand  this  role  in  school  settings, 
decisions  regarding  financial  support  need  to  be  made. 

7.  OFFICE  OF  PUBLIC  INSTRUCTION:  Continue  and  promote  the  Office  of  Public 
Instruction's  efforts  to  train  teachers  in  HIV/AIDS  instruction. 

Explanation:  The  OPI's  program  to  "train  the  trainers"  has  been  important 
in  preparing  teachers  to  teach  about  HIV/AIDS .  Those  teachers  trained 
through  this  program  are  able  to  train  other  teachers  and  assist  in 
implementation  of  the  HIV/AIDS  curriculum.  This  worthwhile  program  needs 
to  be  supported  and  promoted  through  continued  federal  funding. 

8.  Require  institutions  of  higher  education  preparing  primary  and  secondary 
school  teachers  to  include  a  class  on  HIV/AIDS  and  methods  of  instructing  youth 
about  the  disease  and  its  transmission. 

Explanation:  Steps  need  to  be  taken  to  assure  that  future  teachers  are 
prepared  to  teach  about  HIV/AIDS.  A  pilot  program  is  currently  underway 
at  Montana  State  University  to  train  teachers.  Results  should  be  used  to 
institutionalize  such  programs.  The  OPI  has  supported  such  a  requirement 
in  the  past,  and  their  HIV/AIDS  education  grant  application  to  the  federal 
government  has  identified  this  as  a  need. 

9.  OFFICE  OF  PUBLIC  INSTRUCTION,  LOCAL  SCHOOL  DISTRICTS,  LOCAL  HEALTH 
DEPARTMENTS,  AND  MDHES :  Support  the  formation  of  teen  peer-group  organizations 
to  advise  schools  and  fellow  students  on  matters  related  to  HIV/AIDS. 

Explanation:  The  Save  Our  Kids  (SOK)  group  currently  fulfilling  this  role 
in  Missoula  provides  a  model  for  what  can  be  done.  OPI,  local  school 
districts,  local  health  departments  and  MDHES  should  support  and  serve  as 
a  resource  for  these  activities. 
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HIV/AIDS  AND  SPECIAL  POPULATIONS 

A.    Persons  Who  Practice  High-Risk  Behaviors 

In  addition  to  the  general  public  and  school -age  youth,  it  is  important 
that  HIV/AIDS  prevention  education  be  directed  toward  adults  who  continue 
to  practice  high-risk  behaviors.  Behavior  change  is  never  easy  and 
frequently  requires  reinforcement  and  assistance  from  others,  even  if  a 
person  knows  what  to  do  to  protect  themselves.  The  primary  modes  of 
transmission  of  HIV  continue  to  be  among: 

*  men  who  have  unprotected  sex  with  other  men; 

*  intravenous  drug  users  who  share  needles,  and 

*  persons  who  have  unprotected  sex  with  these  people  (usually  women) . 

As  of  September  30,  1993,  men  who  have  sex  with  men  account  for  60%  of 
Montana's  reported  AIDS  cases.  An  additional  12%  indicated  a  combination 
of  homosexual/bisexual  behavior  plus  injecting  drug  use.  Another  11% 
percent  of  those  with  AIDS  reported  injecting  drugs  without  homosexual 
activity,  while  6%  reported  heterosexual  contact  with  someone  from  one  of 
the  above  categories.  As  a  result,  89%  of  the  state's  reported  adult  AIDS 
cases  are  directly  related  to  the  risk  behaviors  listed  above.  The 
remaining  11%  reported  various  risks  including:  blood  transfusions  or 
receipt  of  blood  products,  are  under  investigation  or  were  lost  to  follow- 
up. 

In  an  effort  to  reach  those  at  greatest  risk,  MDHES  contracts  for 
education  targeted  at  homosexual  and  bisexual  men.  This  contractor  has 
operated  hotlines  available  to  anyone  but  directed  toward  the  questions 
and  concerns  of  gay  and  bisexual  men.  It  is  important  such  activities 
continue  and,  ideally,  be  expanded.  Bisexual  men  are  a  difficult 
population  to  reach  because  they  often  do  not  identify  themselves  as  such 
and  are  often  married. 

There  is  no  formal  educational  activity  taking  place  to  reach  injecting 
drug  users  or  those  who  have  other  chemical  dependencies  and/or  may  engage 
in  risky  behaviors  while  under  the  influence  of  alcohol  or  drugs.  Nor  is 
there  any  educational  program  which  primarily  targets  women.  Since 
injecting  drug  users  who  share  needles  have  traditionally  been  a  source  of 
HIV/AIDS  transmission,  and  national  trends  indicate  a  growing  number  of 
women  are  being  infected  (increasing  by  9%  in  1992  compared  to  2.5%  for 
men,  HIV/AIDS  Surveillance,  2/93) ,  these  populations  should  be  targeted 
for  attention. 

During  the  information-gathering  process  for  this  report,  public  health 
officials  and  volunteers  working  with  persons  who  engage  in  high-risk 
behaviors  indicated  their  belief  that  many  of  the  persons  at  highest  risk 
are  not  coming  in  for  HIV  testing.  Among  the  reasons  cited  that  people  do 
not  come  forward  for  testing  were: 

*  fear  they  will  be  recognized  by  those  doing  the  counseling  and 
testing  or  by  others  at  the  site.  Others  worry  that  if  the  test 
results  are  positive,  the  information  will  get  out  in  the  community 
and  the  person  will  be  ostracized. 

*  denial  either  that  they  have  actually  engaged  in  high-risk  behavior 
or  that  their  partners  are  "the  kind"  that  one  should  worry  about. 
For  example,  the  influence  of  drugs  and  alcohol  may  impair  not  only 
judgement  but  also  the  recall  of  what  behavior  took  place  that  may 

28 


have  placed  a  person  at  risk.  Others  may  not  admit  that  their 
same-sex  activities  placed  them  at  risk  since  they  are  not  a 
"full-time"  homosexual  or  bisexual;  and 

*   not  wanting  to  know  one's  HIV  status  for  any  of  a  number  of  reasons. 

Encouraging  persons  at  high  risk  for  HIV  infection  to  seek  counseling  and  testing 
is  extremely  important.  The  one-to-one  counseling  that  takes  place  provides  an 
opportunity  to  educate  and  address  any  and  all  questions  about  modes  of 
transmission,  how  to  protect  oneself  from  contracting  HIV,  and  how  to  avoid 
transmitting  it  to  others  if  infected.  In  addition,  those  individuals  who  are 
found  to  be  infected  can  take  advantage  of  treatment  options  which  may  delay  or 
prevent  the  onset  of  illness. 


Recommendations  : 

The  following  recommendations  reflect  the  points  made  above: 

10.  MDHES :  Support  the  current  level  of  funding  necessary  to  maintain  HIV/AIDS 
educational  activities  directed  at  gay  and  bisexual  men  who  practice  unprotected 
sex. 

11.  MDHES,  HERR  SITES,  AND  CHEMICAL  DEPENDENCY  TREATMENT  CENTERS:  Develop 
HIV/AIDS  prevention/education  projects  targeting  injecting  drug  users  and  those 
who  abuse  alcohol  and  drugs. 

12.  MDHES  AND  COMMUNITY  BASED  ORGANIZATIONS  (CBOs) :  Develop  HIV/AIDS 
prevention/education  projects  directed  toward  women  at  risk  for  heterosexual 
transmission  of  HIV. 


B.  Culturally  Diverse  Populations  Including  American  Indians,  Hispanics  and 
Blacks 


Background 


The  same  educational  challenges  with  respect  to  the  HIV  epidemic  facing  all 
Montanans,  whether  caused  by  vast  geographic  distances,  fear  of  homosexuality  or 
a  refusal  to  believe  HIV/AIDS  holds  a  personal  threat,  are  faced  by  persons  of 
all  races  and  ethnic  origins.  In  many  instances,  statewide  approaches  designed 
to  overcome  these  challenges  will  benefit  all  residents  of  Montana  regardless  of 
their  race  or  ethnicity. 

However,  there  are  issues  and  problems  related  to  HIV/AIDS  unique  to  Montana's 
ethnic  minority  populations  and  subsets  of  these  populations.  For  example,  urban 
Indian  populations  may  face  problems  not  found  among  Indians  on  the  reservations, 
and  one  tribe  may  see  things  differently  than  another.  There  are  language  issues 
among  Hispanics,  and  cultural  differences  between  those  who  are  residents  of 
Montana  and  those  who  are  in  the  state  part  of  the  year  as  migrant  workers  .  Such 
differences  must  be  taken  into  account  when  designing  and  implementing  HIV/AIDS 
prevention  efforts  among  these  target  populations. 

Nationally,  ethnic  minorities,  including  Blacks,  Hispanics,  and  American  Indians, 
are  disproportionately  represented  among  reported  AIDS  cases.  Although 
generalizing  this  fact  to  the  relatively  small  number  of  AIDS  cases  in  Montana 
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is  difficult,  our  data  do  reflect  similar  trends.  While  making  up  only  7.3%  of 
the  population,  minorities  constitute  12%  of  reported  AIDS  cases  as  of  September 
30,  1993.  Furthermore,  the  profile  of  our  minority  AIDS  cases  differs  from  that 
of  other  AIDS  cases.  Though  14  of  the  23  cases  were  men  who  had  sex  with  men, 
with  or  without  IV  drug  use,  more  than  20%  of  the  cases  among  minorities  are 
among  women,  compared  to  only  7%  among  white  AIDS  cases.  In  addition,  two  of 
Montana's  three  pediatric  AIDS  cases  have  been  among  minorities. 

It  is  important  to  recognize  that  HIV/AIDS  is  not  the  chief  health  problem  facing 
Montana's  ethnic  minority  communities.  Poverty,  unemployment,  alcoholism  and 
fetal  alcohol  syndrome  contribute  to  the  social  and  health  problems  of  these 
populations.  Somehow  a  balance  must  be  struck  between  bringing  life-saving 
prevention/education  messages  about  AIDS  to  Montana's  minority  populations  and 
dealing  with  other  more  prevalent  social  and  health  problems. 

Overview  of  HIV/AIDS  Educational  Programs  Targeted  Toward  Ethnic 
Minorities 

HIV/AIDS  educational  activities  directed  toward  American  Indians  have  taken  place 
both  on  the  reservations  and  in  urban  areas.  As  part  of  these  efforts,  the 
Indian  Health  Service  (IHS)  area  office  has  designated  individuals  to  act  as  AIDS 
Coordinators  on  each  reservation.  These  coordinators  are  responsible  for 
education  and  prevention  activities,  including:  getting  the  word  out  about 
HIV/AIDS,  how  it  is  transmitted,  how  to  avoid  contracting  it,  and  the 
availability  and  importance  of  counseling  and  testing  for  those  at  risk.  Limited 
grant  funds  are  available  from  the  IHS  to  support  many  of  the  projects  and 
activities  designed  by  the  AIDS  Coordinators.  Such  activities  include  a  variety 
of  prevention  campaigns  at  the  local  and  state  level.  "AIDS- -A  Community  Affair,  " 
held  in  Billings  in  April  1992,  was  one  such  event  sponsored  by  a  variety  of 
Native  American  organizations  and  attended  by  nearly  500  people.  The  IHS  also 
makes  available  limited  funds  to  urban  Indian  clinics  for  AIDS  education. 

Such  support  has  resulted  in  a  number  of  approaches  to  HIV/AIDS  education  in 
urban  areas  and  on  reservations.  Brochures  with  an  Indian  focus  have  been 
prepared  and  distributed.  Messages  have  been  sent  out  via  public  service 
announcements  and  as  part  of  a  regular  TV  program  on  public  access  television. 
Tepees  are  set  up  at  pow  wows  with  information  on  HIV/AIDS  and  free  condoms. 
Picnics  have  been  held  with  AIDS  information  presented  by  speakers.  Plays  about 
AIDS  have  been  presented  by  touring  groups.  Key  chains,  sweatshirts^  and  other 
items  with  culturally  appropriate  AIDS  messages  have  been  distributed.  Videos 
prepared  by  Indians,  for  Indians,  on  HIV/AIDS  are  played  by  some  clinics  during 
regular  clinic  hours. 

In  addition  to  these  efforts,  the  Montana  United  Indian  Association  (MUIA)  has 
received  grants  from  the  MDHES  and  the  U.S.  Conference  of  Mayors  to  carry  out 
train-the-trainer  programs  at  tribally  controlled  colleges  and  Native  American 
studies  programs,  reach  out  to  Native  Americans  in  the  state  prison,  chemical 
dependency  centers,  and  those  in  urban  and  reservation  areas  who  practice 
high-risk  behaviors.  MUIA  has  also  supported  and  coordinated  the  Montana 
Minority  AIDS  Task  Force.  Although  still  examining  its  roles  and 
responsibilities,  the  task  force  is  expected  to  play  an  important  part  in 
addressing  the  epidemic  on  behalf  of  the  state's  minorities. 

HIV/AIDS  education  directed  toward  migrants  has  been  carried  out  by  the  Montana 
Migrant  Health  Council  in  Billings  under  a  small  grant  from  MDHES  and  the 
Washington  State  Migrant  Council  Project.  There  are  many  challenges  inherent  in 
reaching  migrants  with  information  about  HIV/AIDS  and  assuring  those  desiring  HIV 
testing  and  counseling  get  it.  There  is  no  natural  forum  where  the  HIV/AIDS 
educational  message  can  be  delivered.  Some  migrants  are  illiterate,  so  written 
material  is  of  limited  usefulness;  information  must.be  communicated  in  Spanish 
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as  well  as  English  and  delivered  in  a  culturally  appropriate  manner.  Clearly  more 
resources  are  needed  to  assure  an  effective  educational  program  within  the 
migrant  population. 

There  are  no  MDHES  programs  at  this  time  directed  specifically  at  Hispanics  or 
Blacks  living  in  Montana. 

Issues/Problems 

Some  people  within  Montana's  minority  communities  are  still  uninformed  about 
aspects  of  HIV/AIDS.  Partial  results  of  a  1991  survey  conducted  by  MDHES 
entitled,  "An  Assessment  of  Montana  Native  American  Youths  Knowledge,  Attitudes, 
and  Beliefs  towards  Acquired  Immune  Deficiency  Syndrome,"  are  detailed  in  Table 
4.  Although  the  survey  suggests  Native  American  youth  are  well  informed  about  how 
HIV  is  transmitted,  there  are  misconceptions  about  how  it  is  not  transmitted. 

TABLE  4.  UKEUBOOD  OF  CONTRACTING  AIDS  THROUGH  HUMAN  INTERACTION 


Type  of  Human  Very  or  Somewhat  Total 

Contact  Likely  Not  Possible  Respondents 

Human  Presence  (No  Contact) 

Working  near  a  Person  w/ AIDS  (PWA)    31.0%  69.0%  277 

Eating  in  a  Restaurant  Where 

Cook  has  AIDS  47.3%  52.7%  279 

Sharing  Plates,  Forks,  or 

Drinking  Glasses  w/ PWA  51.3%  48.7%  277 

Attending  School  with  a  PWA  21.2%  78.8%  279 

Direct  Human  Contact 

Shaking  Hands  with  or 

Touching  a  PWA  18.3%  81.7%  278 

Sharing  Needles  with  a  PWA  96.1%  3.9%  280 

Kissing  a  PWA  on  the  Cheek  23.7%  76.3%  279 

Being  Coughed  on  or  Sneezed 

on  by  a  PWA  52.3%  47.7%  279 

Conducted  by  Dodge  Data  Systems  for  the  Montana  Department  of  Health  and  Environmental  Sciences,  1991 

Many  of  the  individuals  working  with  minority  populations  who  met  with  MDHES' 
consultant  indicated  their  belief  that  many  individuals  at  high  risk  for 
contracting  HIV  have  not  been  tested.  While  the  reasons  for  not  coming  forward 
for  testing  are  similar  to  those  of  whites,  concerns  about  being  recognized  and 
having  confidentiality  breached  may  be  an  even  greater  concern  among  minority 
groups.  Part  of  this  concern  may  be  attributed  to  the  small  communities  in  which 
many  of  Montana's  minorities  reside  and  the  lack  of  anonymity  in  such  settings. 

Several  things  must  happen  to  tackle  these  problems  and  encourage  more  people  who 
are  at  risk  to  get  tested  for  HIV.  First,  current  educational  efforts  concerning 
HIV  transmission  and  the  importance  of  being  tested  for  HIV  must  continue  and  be 
expanded.  People  usually  need  to  hear  messages  more  than  once,  and  the  medium 
that  may  work  for  one  may  not  work  for  another.  This  will  require  resources 
beyond  what  is  now  devoted  to  this  effort. 

Programs,  agencies,  and  individuals  who  conduct  outreach  and  promote  testing  need 
to  coordinate  and  share  information  about  which  strategies  work  and  why.  Such 
entities  include  urban  and  reservation  staff  persons  responsible  for  HIV/AIDS 
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activities,  along  the  Area  Office  of  the  Indian  Health  Service,  MDHES  and  its 
contractors .  The  Montana  Minority  AIDS  Task  Force  could  be  the  vehicle  for 
accomplishing  this  and  could  bring  the  Montana  Migrant  Council  into  the 
discussions  as  appropriate. 

There  is  concurrence  about  what  elements  constitute  a  desirable  HIV/AIDS 
prevention/education  program  in  the  minority  community.   These  are: 

*  Information  about  transmission  and  testing  is  best  presented  within  the 
context  of  a  larger  HIV/AIDS  educational  program  which  addresses  denial 
that  HIV/AIDS  is  already  in  the  community. 

*  Educational  activities  need  to  be  "owned"  by  the  group  that  will  give  and 
receive  the  message  (e.g.,  involvement  of  Tribal  Councils  and  elders  is 
important  as  reservation-based  programs  are  designed  and  implemented) . 

*  Peer  education  will  be  most  effective. 

*  Educational  material  and  approaches  must  be  culturally  sensitive, 
appropriate  and  relevant.  For  example,  story  telling  and  knowledge 
bundles  should  be  used  in  communicating  important  messages  within  Indian 
communities . 

*  Small  group  discussions  (especially  in  very  rural  areas)  and  large 
conferences  are  important  mechanisms  for  educating  people  about  HIV/AIDS. 
In  some  cases,  outreach  to  individuals  and  families  should  also  be  used. 

*  Special  efforts  need  to  be  made  to  reach  people  who  put  themselves  at  risk 
for  HIV  when  they  drink  at  celebrations  and  other  times  and  engage  in 
unprotected  sex. 

*  Adolescents  must  be  a  focus  for  targeted  educational  activities. 

Recommendations: 

Given  the  previous  points,  the  following  recommendations  are  made: 

13.  Seek  additional  resources  necessary  to  support  HIV/AIDS  prevention/education 
activities  directed  toward  Montana's  minority  populations. 

Explanation:  Representatives  of  several  urban  sites  indicated  a  need  for 
community  health  representatives  to  reach  people  in  their  communities. 
This  is  especially  important  in  urban  locales  where  past  efforts  have  not 
succeeded  in  getting  people  in  for  testing.  These  sites  also  indicate 
they  need  health  educators. 

The  activities  of  AIDS  Coordinators  sponsored  by  IHS  need  continued,  and 
in  many  cases,  expanded  support.  Additional  IHS  AIDS  funds  need  to  be 
targeted  toward  priority  communities  which  have  not  yet  succeeded  in 
getting  people  in  for  testing. 

More  money  for  outreach  to  Hispanic  migrants  is  desirable,  and  new 
educational  activities  should  be  initiated  for  the  resident  Hispanic 
population  in  Billings. 

14.  MONTANA  MINORITY  AIDS  TASK  FORCE:  Coordinate  the  activities  of  the  various 
groups  providing  HIV/AIDS  education  to  Montana's  minority  populations. 

Explanation:  The  Montana  Minority  AIDS  Task  Force  will  play  an  important 
role  in  assisting  MDHES  and  other  entities  with  the  planning  and 
implementation  of  HIV/AIDS  prevention  efforts. 

32 


PROFILE: 
Home: 


Randy  Severson 
Great  Falls 


Randy  is  oldest  of  Harry 
and  Jeannette  Severson' s  four 
children.  He  passed  away  with 
AIDS  in  April,  1990. 

Randy  was  born  October  31, 
1963  in  Great  Falls.   He  was  a 
caring  and  loving  person. 
After  high  school  graduation, 
he  joined  the  U.S.  Air  Force. 
Following  a  discharge  he  moved 
to  Denver  for  employment  and 
later  to  Texas. 

He  kept  in  touch  with  his 
parents  and  called  one 
beautiful  Thanksgiving  day  in 
1988. 

Randy  paused  before  saying, 
"Mom  I  have  to  tell  you 
something."   His  mother  heard 
her  son  say,  "I  have  AIDS  and 
am  in  the  hospital  in 
Seattle."   Randy's  parents 
were  by  his  side  the  next  day. 

His  parents  had  heard  of 
AIDS  but  didn't  know  much 
about  it.   The  staff  at  the 
hospital  provided  much 
information,  including  a  two 
year  life  expectancy  for 
Randy . 

Randy  talked  to  his  parents 
alone,  sharing  something  that 
he  had  carried  for  12  years. . . 
that  he  was  gay.   They  didn't 
think  they  had  ever  known 
anyone  who  was  gay.   At  first 
this  news  was  harder  for  them 
than  the  disease  itself. 
"Things  like  this  only  happen 
to  other  people,  not  us.   How 
wrong  we  were ! " 

Randy  was  lying  there  with 
pneumonia,  usually  one  of  the 
last  stages  of  the  disease. 
He  had  a  goal  however,  to  come 
home  to  Montana  and  spend  one 
more  Christmas  with  his 
family.   His  younger  brother 
drove  him  home  for  a  beautiful 
holiday  with  the  whole  family. 


Some  members  of  the 
extended  family,  whom  Randy 
had  been  very  close  to,  were 
not  as  supportive.   They  made 
harassing  remarks  about  Randy 
and  his  family.   The  hurt  they 
inflicted  upon  Randy  and  his 
family  was  very  difficult  to 
accept.   Two  and  one -half 
years  after  Randy's  death, 
they  do  not  acknowledge 
Randy's  family. 

Randy  talked  about  his  life 
in  such  a  caring  and  honoring 
way.   In  his  last  weeks  he 
hoped  that  by  his  disease  he 
could  help  just  one  person. 

Randy's  parents  are 
delighted  to 

go  public  with  their  story  and 
are  not  fearful  of  other's 
remarks.   They  know  that  is 
what  Randy  would  have  done,  in 
trying  to  educate  others  to 
prevent  this  disease.   They 
think  and  talk  of  Randy  every 
day  and  see  him  their  daily 
tasks . 


Assuring  Treatment  &  Support  Services  for  Persons  with 
HIV/AIDS 

This  section  does  not  contain  its  own  set  of  recommendations  because,  for 
the  most  part,  the  steps  outlined  to  address  deficiencies  identified  in 
treatment  and  support  services  are  covered  elsewhere  in  this  report, 
especially  in  the  Leadership /Infrastructure  section.  However,  the  following 
discussion  should  help  clarify  the  need  for  some  of  the  actions 
recommended  elsewhere. 
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TREATMENT 

Background 

since  there  are  still  relatively  few  persons  with  HIV/AIDS  in  Montana,  the  burden 
on  our  health  care  system  has  been  light  compared  to  that  experienced  by  other 
states.  Even  with  the  projected  growth  over  the  next  three  to  five  years  in  the 
number  of  persons  with  HIV/AIDS,  the  provision  of  treatment  should  not  constitute 
an  unmanageable  problem  for  the  system.  The  physicians  who  are  seeing  HIV/AIDS 
patients  have  not  been  overwhelmed  and  the  state's  hospitals  and  nursing 
facilities  have  the  capacity  to  serve  anyone  needing  care. 

Although  it  has  been  MDHES'  experience  that  services  themselves  are  generally 
available,  signs  of  strain  are  beginning  to  show  as  funding  sources  become 
exhausted.  Such  systems  include  hospice  programs,  which  often  operate  at  a  loss, 
and  state  and  federally  funded  programs  serving  individuals  who  have  few  or  no 
resources . 

As  a  result,  an  individual  with  HIV/AIDS  who  is  seeking  services  may  experience 
problems  in  accessing  care,  how  that  care  is  being  provided  and  how  it  is  paid 
for.  These  issues  concerning  treatment,  support  services,  reimbursement  and 
insurance,  are  delineated  here. 

Issues/Problems 

Medical  and  Dental  Care.  Although  physician  and  dental  services  are  generally 
available  throughout  the  state,  access  for  many  individuals  with  HIV/AIDS  is 
limited. 

During  the  planning  process,  several  individuals  indicated  that  in  many  small 
communities,  local  providers  are  not  always  willing  to  see  persons  with  HIV/AIDS. 
Those  reports  stated  that  often  the  provider  feels  that  another  physician  or 
dentist  regularly  treating  those  with  HIV/AIDS  would  better  serve  the  patient, 
resulting  in  many  individuals  traveling  to  receive  care.  As  a  result,  a  handful 
of  providers  in  larger  cities  often  end  up  with  a  sizeable  number  of  HIV/AIDS 
patients.  However,  many  providers  have  found  that  routine  care  of  individuals 
with  HIV/AIDS  is  manageable,  and  seeking  the  assistance  of,  or  referring  to, 
specialists  when  necessary  has  worked  well. 

In  the  Leadership/Infrastructure  section  of  this  report,  the  professional 
associations  are  called  upon  to  help  increase  the  number  of  providers  available 
to  care  for  persons  with  HIV/AIDS.  At  a  minimum,  these  associations  need  to 
advise  their  members  that  refusal  to  treat  is  not  allowed  under  state  and  federal 
laws.  Laws  prohibiting  such  discrimination  include  the  Montana  Human  Rights  Act, 
the  Montana  Governmental  Code  of  Fair  Practices  and  the  recently  enacted 
Americans  with  Disabilities  Act.  The  associations  are  also  asked  to  educate 
their  membership  so  they  will  be  ready  and  willing  to  see  persons  with  HIV/AIDS. 

Skilled  Nursing.  Skilled  nursing  facilities  (SNFs  or  nursing  homes)  are  required 
by  law  to  accept  persons  with  HIV/AIDS.  However,  instances  in  which  services 
have  been  denied  have  been  reported  and  investigated  by  MDHES  and  other  agencies. 
Anecdotal  reports  were  also  received  during  the  planning  process  indicating  other 
instances  have  occurred  demonstrating  a  reluctance  to  care  for  HIV/AIDS  patients. 
In  the  opinion  of  MDHES'  consultant,  many  of  the  instances  reported  and 
investigated  reflect  a  reluctance  of  nursing  home  administrators  and  floor  staff 
to  deal  with  their  own  fears  about  AIDS  and  with  the  fallout  they  anticipate  from 
other  residents  and  families  if  AIDS  patients  are  admitted.  Many  SNFs  which  have 
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accepted  persons  with  AIDS  have  successfully  addressed  these  issues  through 
education,  showing  it  can  be  done. 

Though  traditional -type  SNFs  are  not  ideal  placements  for  persons  with  HIV/AIDS, 
they  are  the  only  residential  long-term  care  alternative  available  in  Montana  to 
serve  persons  in  need  of  this  level  of  care,  and  therefore  their  legal  mandate 
not  to  refuse  service  to  persons  with  AIDS  must  be  enforced.  This  recommendation 
is  made  in  the  Leadership/Infrastructure  section  of  this  report. 

Hospice.  Home  health  and  hospice  care  are  available  to  those  with  HIV/AIDS 
across  Montana.  However,  the  reimbursement  mechanisms  for  hospice  care  under 
Medicaid  and  Medicare  have  presented  problems.  Individuals  with  terminal 
diseases,  such  as  HIV/AIDS  and  various  forms  of  cancer,  often  incur  bills  for 
medications  that  are  left  unpaid.  Many  administrators  voiced  a  concern  that 
providing  services  to  the  increasing  number  of  individuals  with  HIV/AIDS  could 
bankrupt  their  system.  In  order  to  begin  addressing  this  problem,  the  hospice 
agencies  need  to  document  the  amounts  they  are  spending  for  medications  above  the 
usual  expenditures.  Then  discussions  could  begin  with  the  state  Medicaid  office 
to  see  what  can  be  done . 

Mental  Health  Services.  Much  of  the  need  for  this  service  is  currently  being  met 
by  support  groups  through  volunteer  organizations.  Professional  mental  health 
services  have  been  partially  reimbursed  through  federal  funding  passed  through 
MDHES  to  HIV  Care  Consortia  (discussed  below  and  in  Attachment  III) .  However, 
Consortia  funding  is  limited,  and  when  exhausted  no  alternate  resource  for  this 
service  is  available. 

Emergency  Medical  Services.  Continuing  education  needs  to  take  place  with 
Emergency  Medical  Technicians  and  First  Responders  on  universal  precautions, 
their  rights  and  responsibilities  after  an  occupational  exposure,  including 
professional  and  statutory  guidelines  related  to  the  release  of  health  care 
information. 

Care  Consortia.  The  Regional  HIV  Care  Consortia,  established  in  1991  in  response 
to  the  federal  Ryan  White  Comprehensive  AIDS  Resources  Emergency  Act  of  1990, 
provide  a  continuum  of  care  to  individuals  affected  by  HIV/AIDS.  The  service 
provides  a  wide  variety  of  outpatient  health  services  but  is  hampered  by  a 
reliance  solely  on  federal  funding.  In  recent  years,  funding  has  been  exhausted 
before  the  completion  of  the  one-year  grant  cycle. 

SUPPORT  SERVICES 

Issues/Problems 

Case  Management.  Case  management  services,  supported  with  Ryan  White  funds  and 
provided  through  the  HIV  Care  Consortia,  are  a  cornerstone  of  the  HIV/ AIDS 
continuum  of  care.  They  are  especially  important  in  Montana  where  few 
specialized  services  have  developed  to  meet  the  needs  of  those  infected.  During 
the  course  of  their  illness,  each  person  with  HIV/AIDS  will  need  to  access  a 
variety  of  care  and  reimnursement  systems.  Case  managers  possess  the  knowledge 
necessary  to  assist  individuals  through  these  sometimes  complex  systems.  Such 
systems  should  continue  to  be  supported  and  refined  through  the  HIV  Care 
Consortia . 

Community  Based  Organizations.  The  ten  community-based  organizations  located 
around  the  state  are  an  essential  component  in  the  state's  response  to  HIV/AIDS. 
Because  they  are  located  in  the  communities,  the  CBOs  frequently  provide  the 
primary  support  for  persons  with  HIV/AIDS  and  are  often  able  to  respond  to  client 
needs  quicker  and  more  effective  than  outside  organizations.  In  the  Prevention 
section  of  this  report,  a  strategy  to  increase  funding  for  these  organizations 
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is  proposed.  Such  funding  could  benefit  the  CBOs  in  supporting  care  services  as 
well.  The  recommendation  to  establish  a  parent  organization  to  act  as  a  conduit 
for  fund-raising  and  for  coordination  and  communication  between  CBOs  is 
reiterated  here. 

AIDS  Task  Forces.  A  few  communities  in  Montana  have  AIDS  task  forces  that  are 
less  formally  organized  than  the  CBOs.  In  some  cases,  the  task  force  consists 
of  a  handful  of  people  who  want  to  assure  that  persons  who  might  need  services 
or  support  in  their  community  can  get  them  or  that  AIDS  education  is  available 
to  residents  of  that  community.  Their  work  should  be  supported,  and  ^4DHES  should 
make  sure  these  groups  receive  updated  information  about  HIV/AIDS  and  be  assisted 
to  network  with  each  other  as  necessary. 

Volunteers .  Volunteers  are  numerous  and  active  in  the  HIV/AIDS  fight  in  Montana. 
They  serve  as  the  backbone  of  the  CBOs  and  task  forces,  and  serve  the  community 
in  many  other  capacities  as  well.  In  addition  to  the  work  accomplished  by 
volunteers,  paid  staff  such  as  county  health  department  employees.  Red  Cross 
employees,  and  hospital  employees,  spend  many  off-hours  on  AIDS-related 
activities . 

Sustaining  volunteer  efforts  without  paid  volunteer  coordination  is  difficult. 
Coordinators  are  important  for  training,  scheduling  and  deployment  so  the  best 
use  can  be  made  of  volunteers  and  for  "care  and  feeding"  of  volunteers  to  avoid 
burnout.  Funding  should  be  found  to  support  paid  coordinators  in  the  larger 
communities  with  the  greatest  number  of  HIV/AIDS  cases.  The  volunteer 
coordinators  should  be  employees  of  the  local  CBO  unless  the  health  department 
or  an  area  hospital  is  a  more  logical  location.  A  statewide  CBO  fund,  if 
developed,  could  seek  private  funding  to  underwrite  the  costs  of  paid  volunteer 
coordinators . 

Telephone  Support  Network.  Many  persons  with  HIV/AIDS  in  Montana  are  afraid  of 
being  identified  as  infected  with  HIV.  Nor  do  their  families,  significant 
others,  and  friends  feel  that  they  can  be  open  with  others  on  this  matter.  In 
such  cases,  there  is  frequently  a  sense  of  real  isolation.  If  a  person  with 
HIV/AIDS  is  not  afraid  of  having  it  known  and  if  there  is  a  local  CBO,  they  can 
likely  find  a  support  group  or  at  least  a  buddy  with  whom  to  talk  for  support. 
But  some  alternative  to  physical  presence  at  support  group  meetings  is  needed  in 
Montana.   The  national  organization  Parents  and  Friends  of  Lesbians  and  Gays 

(PFLAG)  has  recently  initiated  a  program  to  provide  persons  affected  by  HIV/AIDS 
with  a  contact  in  their  state  to  help  them  find  someone  to  network  with  via  the 
telephone  for  support.  This  should  be  especially  useful  in  Montana  for  a  parent 
who  is  grieving  the  loss  of  a  child  and  wants  to  talk  with  someone  else  who  has 
gone  through  a  similar  situation,  or  for  a  teenage  sibling  of  someone  infected 
with  HIV  who  is  not  comfortable  talking  to  schoolmates  about  their  situation  but 
needs  to  talk  to  someone  their  own  age.  This  network  should  be  supported.  The 
Montana   contact   for   this   program   may   be   reached   at   1-800-4 -FAMILY 

(1-800-432-6459) . 

Other  Support  Service  Issues.  The  following  are  several  areas  which  will  need 
to  be  addressed  over  the  next  several  years,  though  they  are  not  as  pressing  as 
those  areas  covered  above : 

Housing/Residential  Long-Term  Care.  Services  to  meet  this  need  are 
currently  being  developed  in  Billings.  Other  communities  have  indicated 
either  an  intention  to  plan  for  this  service  by  conducting  needs 
assessments  in  their  areas  or  pursuing  funding. 

Care  For  Caregivers.  Many  individuals  who  have  provided  support  and  care 
for  those  affected  indicated  this  service  was  a  need.  However,  reaching 
those  at  greatest  need  is  often  difficult  because  of  their  reluctance  to 
seek  assistance.  Paid  respite  care  can  offer  temporary  relief  to  these 
individuals,  and  will  be  needed  by  more  caregivers  in  the  future. 
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FINANCIAL/INSURANCE 

Background 

The  problems  encountered  by  persons  with  HIV/AIDS  related  to  cost  of  care  and 
insurance  eligibility  and  coverage  are  experienced  by  persons  with  other 
expensive,  chronic  illnesses.  To  address  these  common  issues,  the  current 
examination  and  future  proposals  of  the  state's  health  care  options  by  the 
Montana  Health  Care  Authority  should  address  the  problems  encoiuitered  by  persons 
with  HIV/AIDS. 

The  Montana  Comprehensive  Health  Association,  the  cooperative  association 
managing  the  state's  high  risk  insurance  program,  should  be  alerted  to  the  severe 
limitations  of  coverage  which  make  this  program  only  marginally  beneficial  for 
persons  with  HIV/AIDS  and  many  other  chronic  illnesses.  Shortcomings  that  should 
be  addressed  include  the  coverage  of  outpatient  services  such  as  routine 
monitoring  and  prescriptions. 

There  is  a  need  for  a  near-term  strategy  to  help  individuals  who,  for  the  first 
time,  need  to  access  public  assistance  programs.  Brochures  and  video  or  audio 
tapes  could  be  used  to  advise  these  people  about  the  application  process. 
Information  would  include  what  to  expect  when  applying  for  assistance,  who  is 
eligible  for  what,  where  to  go  and  what  information  to  bring  to  first  meetings 
with  eligibility  technicians,  what  to  expect  when  one  gets  to  the  office,  etc. 
Later  on,  when  the  AIDS  case  management  program  is  fully  functioning,  this 
information  will  be  available  from  the  case  manager.  Such  materials  would 
supplement  case  management  activities. 
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PROFILE:  Woman 
Age:      44 

I  was  born  and  raised  in 
Montana  and  I  am  proud  of  my 
heritage  and  roots.   I  am  not 
a  transplant .   I  am  a  mother 
and  I  have  raised  a  beautiful 
family.   I  grew,  studied, 
played  and  worked  in  Montana. 
And  I  contracted  AIDS  in 
Montana.   In  every  other 
respect,  I  am  just  like  you. 

It's  now  been  six  years 
since  I  was  first  diagnosed. 
I  thought  it  was  hard  to  have 
HIV  six  years  ago,  but  it  is 
even  harder  now.   I  am  more 
sad  and  frightened  than  at  any 
time  since  my  diagnosis.   I  am 
afraid  of  the  fear  and 
hostility;  this,  on  top  of  all 
the  energy  it  takes  to  fight 
this  disease.   It's  also  hard 
grieving  over  the  many  losses 
an  AIDS  diagnosis  can  bring: 
social  and  economic  losses 
such  as  loss  of  employment, 
housing,  health  insurance  and 
financial  security;  personal 
losses  such  as  loss  of 
independence,  self  worth, 
dignity  and  a  future. 

It's  also  lonely  being  a 
woman  with  HIV  in  Montana. 
It's  taken  the  last  six  years 
to  find  other  women  with  this 
disease.   The  things  that  we 
have  shared  as  women  are  that 
we  are  isolated  and  alone. 


Much  has  happened  in  the 
last  six  years.   I  grieve  for 
and  am  saddened  by  the  deaths 
of  so  many  friends  from  AIDS. 
I  used  to  mentally  keep  track 
of  people  I  know  who  had  died. 
I  can't  do  it  in  my  head  any 
longer.   I  have  resorted  to  a 
hand  written  list  for  fear 
that  I  will  forget  their 
names . 

My  hope  for  the  future  is 
that  persons  with  HIV  disease 
will  not  have  to  be  afraid  to 
come  forward  in  their 
communities;  that  their 
privacy  will  be  respected  and 
that  compassion  and 
understanding  will  be 
forthcoming  without  question. 

It's  hard  enough  having 
AIDS  without  facing  the 
judgement  and  the 
condemnation.   Standing  united 
we  can  make  a  difference  in 
treating  and  preventing  the 
spread  of  AIDS.   Divided  we 
most  certainly  will  fall. 


Building  Leadership  in  the  Fight  Against  AIDS 

An  effective  response  to  HIV/AIDS  in  Montana  requires  leadership.  It  also 
requires  certain  processes  and  structures  to  be  in  place  to  assure  the 
recommendations  in  this  report  are  implemented  and  that  planning  becomes 
an  ongoing  process.  A  number  of  recommendations  are  made  in  these 
areas  as  they  affect  public  and  private  sector  entities. 
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A.    RECOMMENDATIONS  REGARDING  PUBLIC  SECTOR  ENTITIES 

15.  GOVERNOR:  Create  and  support  an  HIV/AIDS  Advisory  Council  charged  with 
overseeing  the  implementation  o£  the  recommendations  listed  in  this  report  and 
establishing  and  administering  an  ongoing  planning  process  to  address  HIV/AIDS. 

16.  MDHES:  Assume  a  leadership  role  promoting  sound  public  health  policy  relating 
to  HIV/AIDS  and  its  containment.  Among  the  ways  MDHES  should  exercise  this 
leadership  are  the  following: 

*  developing  standards  for  HIV/AIDS  programs  operating  in  the  state  and 
providing  technical  and  community  organizing  assistance  for  local 
communities  as  they  devise  strategies  to  prevent  the  spread  of  HIV  and 
serve  those  with  HIV/AIDS, 

*  continuing  and  expanding  its  role  as  a  source  of  fiinding  to  combat 
AIDS /HIV,  and 

*  initiating  an  Interagency  AIDS  Work  Group  composed  of  state  agencies  aimed 
at  fostering  communication  and  coordination  among  state  progr2uns  dealing 
with  HIV/AIDS  issues  as  well  as  other  private  sector  state-level 
organizations  and  non-state,  public  agencies  (such  as  the  Indian  Health 
Service  and  the  Veterans  Administration) . 

17.  STATE  DEPARTMENT  OF  LABOR  AND  INDUSTRY:  Educate  employers  regarding  HIV/AIDS 
issues  in  the  workplace,  including:  the  legal  rights  of  employers  and  employees 
when  employees  have  HIV/AIDS,  health  care  benefits  for  employees  with  HIV/AIDS, 
and  the  development  of  workplace  policies. 

18.  HEALTH  PROFESSIONS  LICENSING  BOARDS  within  the  STATE  DEPARTMENT  OF  COMMERCE: 
Enforce  compliance  among  their  licensees  with  state  and  federal  legislation 
prohibiting  discrimination  against  persons  with  HIV/ AIDS . 

Explanation:  Montana's  Human  Rights  Act  makes  it  unlawful  for  any 
employee  of  a  public  accommodation  to  refuse  to  provide  services  because 
of  a  physical  handicap.  A  hospital,  clinic,  doctor  or  dentist  providing 
health  care  to  the  public  is  a  public  accommodation.  As  a  result,  it  is 
unlawful  for  any  of  these  entities  to  refuse  to  treat  or  refuse  to 
administer  a  blood  test  to  a  person  who  has  AIDS. 

While  the  Montana  Human  Rights  Commission  is  charged  with  investigating 
complaints  of  discrimination  when  these  are  filed,  it  is  not  charged  with 
seeking  out  perpetrators.  Staff  of  the  commission  indicated  that  as  a 
result  of  its  caseload,  substantially  more  resources  would  be  needed  to 
seek  out  perpetrators.  However,  since  professional  licensing  boards  have 
a  powerful  "stick"  to  hold  over  a  licensee  to  influence  them  to  abide  by 
the  law,  and  since  the  boards  regularly  receive  complaints  from  citizens 
about  licensees  and  act  on  some  of  these  complaints,  it  is  recommended  the 
boards  treat  refusal  of  licensees  to  serve  persons  with  AIDS  as  a  matter 
they  will  pursue. 

19.  MDHES  HEALTH  FACILITIES  DIVISION:  Enforce  compliance  among  their  licensees 
with  state  and  federal  legislation  prohibiting  discrimination  against  persons 
with  HIV/AIDS. 

Explanation:  All  facilities  receiving  federal  funds  such  as  Medicaid  and 
Medicare  are  prohibited  from  refusing  to  treat  persons  with  HIV/AIDS. 
Along  with  the  Montana's  Human  Rights  Act  which  makes  this  illegal, 
Montana  statute  (50-5-105  MCA)  prohibits  health  care  facilities  from 
refusing  privileges  based  solely  upon  HIV  infection. 
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20.  LOCAL  HEALTH  DEPARTMENTS:  Assume  a  leadership  role  to  coordinate  and  promote 
responses  to  HIV/AIDS  at  the  community/county  level.  Their  activities  should  be 
aimed  at : 

*  preventing  the  spread  of  AIDS  (including  providing  education  to  the 
community,  offering  HIV  counseling  and  testing,  and  carrying  out  partner 
notification) ; 

*  carrying  out  local  surveillance  and  policy  development  activities,  and 

*  assuring  needed  services  are  available  for  persons  with  HIV/AIDS 
(including  maintaining  a  working  relationship  with  others  providing  AIDS 
education  and  support  services  such  as  community-based  organizations) . 

21.  Coordinate  the  HIV/AIDS  activities  of  the  INDIAN  HEALTH  SERVICE  and  TRIBAL 
HEALTH  DEPARTMENTS  with  those  of  other  public  and  private  sector  entities. 

B.    RECOMMENDATIONS  REGARDING  PRIVATE  SECTOR  ENTITIES 

22.  MONTANA  ASSOCIATION  OF  CHURCHES:  Develop  a  position  paper  addressing  HIV/AIDS 
issues  and  the  role  churches  have  in  combatting  the  epidemic. 

Explanation:  Churches  individually  and  collectively  are  in  a  unique 
position  to  provide  moral  leadership  in  responding  to  the  HIV/AIDS 
epidemic.  People  look  to  churches  for  guidance  in  clarifying  values  and 
in  understanding  ethical  questions  related  to  the  disease.  Churches  may 
also  provide  both  human  and  financial  resources  to  help  contain  the  spread 
of  HIV  and  serve  those  infected  with  the  virus . 

Many  churches  in  the  state  have  been  involved  in  responding  to  the  AIDS 
epidemic,  yet  many  are  not  actively  involved.  In  recognition  of  the 
important  roles  they  could  play,  the  Montana  Association  of  Churches, 
which  has  begun  to  undertake  this  effort,  is  called  upon  to  help  "jump 
start"  and  sanction  this  activity. 

23.  MONTANA  MEDICAL  ASSOCIATION,  the  MONTANA  OSTEOPATHIC  ASSOCIATION,  the  MONTANA 
DENTAL  ASSOCIATION,  the  MONTANA  NURSES  ASSOCIATION,  and  other  professional  and 
voluntary  health  associations:  Provide  professional  leadership  to  health  care 
professionals  throughout  Montana  by  developing  and  supporting  educational  efforts 
targeted  toward  their  membership. 

Explanation:  Though  some  professional  associations  have  lobbied  the 
legislature  on  issues  their  members  have  with  respect  to  AIDS-related 
legislation,  few  have  taken  a  leadership  role  regarding  patient  needs  or 
educational  programs  for  their  members.  This  recommendation  calls  on  all 
associations  to  do  these  things. 

By  providing  accurate,  up-to-date  information  to  their  members, 
professional  associations  may  be  able  to  remove  some  of  the  barriers  to 
care  for  infected  individuals. 

24.  MONTANA  FUNERAL  DIRECTORS  ASSOCIATION:  Encourage  willingness  among  its 
members  to  bury  or  cremate  the  bodies  of  persons  who  have  died  of  an  AIDS-related 
disease . 

Explanation:  Individuals  interviewed  during  the  planning  process  indicated 
that  a  number  of  funeral  homes  in  Montana  are  reluctant  to  accept  bodies 
of  persons  who  have  died  of  an  HIV-related  disease.  The  Montana  Human 
Rights   Commission   considers   funeral   establishments   to   be   public 
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accommodations.  As  a  result,  policies  or  actions  such  as  refusing 
services  based  upon  HIV  status  would  violate  the  law.  The  association  is 
called  on  to  consider  this  problem,  to  take  a  stand,  to  educate  funeral 
directors  about  the  law,  to  promote  universal  precautions,  etc. 

25.  Examine  the  need  for  modifications  to  state  laws  regarding  requirements  for 
pre-  and  post-test  counseling  and  obtaining  informed  consent  when  accidental 
exposure  to  bodily  fluids  occurs  in  health  care  facilities. 

Explanation:  During  meetings  with  the  MDHES  consultant,  hospital  staff 
members  indicated  that  it  was  often  difficult  to  comply  with  current  laws 
requiring  pre-  and  post-test  counseling  to  source  patients  in  exposure 
situations  and  delivering  test  results  to  these  patients.  Such 
requirements  are  a  provision  of  the  AIDS  Prevention  Act  (5-16,  Part  10 
MCA)  .  For  example,  it  is  impossible  in  many  instances  to  provide 
post-test  counseling  and  deliver  HIV  test  results  in  person  to  source 
patients  when  they  have  already  been  discharged. 

Other  issues  regarding  the  AIDS  Prevention  Act  were  identified  during  the 
course  of  these  interviews.  By  offering  a  forum  to  discuss  such  concerns, 
MDHES  may  be  able  to  resolve  many  issues  regarding  the  interpretation  of 
the  AIDS  Prevention  Act  without  legislative  changes. 
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PROFILE: 
Home: 


Paul  T.  Clark 
Billings 


Paul  was  one  of  three 
children  born  to  Theodore  and 
Jane  Clark.   He  died  at  the  age 
of  29  of  AIDS  related 
complications . 

Paul  was  raised  in  Montana 
and  attended  Billings  West  High 
School,  where,  in  1980,  he  and 
his  debate  partner  became  state 
champions.   Paul  continued  his 
education  at  the  University  of 
Montana,  where  he  earned  a 
degree  in  accounting. 

After  graduation  Paul  moved 
to  the  Los  Angeles  area  after 
finding  employment  with  a  CPA 
firm.   It  was  in  Los  Angeles 
that  Paul  concluded  he  was  gay, 
something  that  he  had  wondered 
about  for  some  time,  but 
dismissed  as  a  passing  thing. 

It  was  while  living  in  Los 
Angeles  that  Paul  began  to  show 
the  signs  of  his  illness.   As 
his  physical  and  emotional  state 
worsened  his  friends  grew 
concerned.   It  was  a  phone  call 
from  a  friend  that  informed 
Paul's  family  of  his 
difficulties.   Within  an  hour  of 
the  call  Paul's  brother,  Neil 
left  for  California,  intent  on 
returning  with  Paul. 

It  was  in  Billings  that  Paul 
first  learned  that  HIV  was  the 
cause  of  his  illness.   He  lived 
and  worked  for  the  next  two 
years  and  kept  his  illness  to 
himself  and  his  family. 

In  August  of  1989  Paul's 
outlook  changed.   That  was  the 
month  he  was  diagnosed  with 
full-blown  AIDS  and  also  the 
point  where  Paul  went  public 
with  his  illness. 

Paul  was  known  and  respected 
for  his  sharp  mind  and  ability 
to  present  his  case  to  others. 
Now  these  abilities  were  focused 
on  educating  others,  and 
imparting  to  them  a  message  of 
prevention  and  caution. 


Paul  constantly  educated  himself 
regarding  the  latest  information 
concerning  HIV. 

During  the  remaining  years 
of  his  life,  Paul  worked 
tirelessly  to  increase  AIDS 
awareness  throughout  Montana  and 
the  United  States.   Paul  was  a 
frequent  speaker  at  state  and 
national  conventions  and  became 
Montana's  contact  with  the 
National  Association  of  People 
Living  with  AIDS. 

During  this  time  he  also 
became  the  president  and  one  of 
the  guiding  forces  of  the 
Yellowstone  AIDS  Project  in 
Billings.   He  was  also 
influential  and  active  with 
statewide  AIDS  issues  and  as 
such  was  an  asset  to  the  state's 
prevention  efforts. 

The  non- judgmental 
acceptance  by  his  family  helped 
make  Paul ' s  advocacy  work 
possible.   Paul's  sharp  mind  and 
ability  to  articulate  his  ideas 
will  be  missed  by  all  those  who 
knew,  respected  and  loved  him. 


Preserving  Human  Rights  And  Dignity 

This  section  of  the  report  addresses  several  important  policy  questions  and 
recommends  positions  which  are  consistent  with  promotion  of  the  public's 
health  and  with  the  preservation  of  human  rights  and  dignity.  The  four 
policy  areas  are: 

A.  Non-Discrimination 

B.  Decriminalizjation  of  Homosexuality 

C.  Confidentiality  and  the  Need  to  Know 

D.  HIV  Reporting  Requirements 
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A.    NON-DISCRIMINATION 

One  may  wonder  why  non-discrimination  and  human  rights  are  included  in  a  report 
for  control  of  a  communicable  disease.  J.  Michael  McGinnis,  Deputy  Assistant 
Secretary  for  Health,  Assistant  Surgeon  General,  and  Director  of  the  Office  of 
Disease  Prevention  and  Health  Promotion  with  the  U.S.  Department  of  Health  and 
Human  Services  makes  the  following  statement,  "The  social  nature  of  some  of 
today's  problems  also  reveals  the  boundaries  of  the  ability  of  insurance  reform 
alone  to  solve  the  health  challenges  of  those  most  in  need."  McGinnis  states 
also,  "The  consequences  are  seen  in  the  fact  that  the  Nation  accomplished  less 
than  half  of  its  health  targets  for  the  year  1990.  .  .  In  part,  these  deficiencies 
are  attributable  to  disparate  access  to  clinical  services  because  of  financial 
or  other  barriers . . .  This  failure  of  the  health  care  system  was  substantially  a 
result  of  insufficient  support  for  awareness,  outreach  and  service  delivery 
tailored  especially  for  the  hard-to-reach  and  is  testimony  to  the  futility  of 
merely  making  additional  treatment  dollars  available  without  concomitant 
population-based  strategies  and  programs."^ 

The  American  Public  Health  Association  (APHA)  and  American  Medical  Association 
joined  together  to  ask  the  court  to  abandon  any  connection  between  AIDS 
prevention  in  the  military  and  the  ban  on  lesbian  and  gay  service  members. 
Edward  D.  Martin,  assistant  secretary  for  health  affairs  at  the  Pentagon  joined 
with  them  to  state,  "Public  health  is  not  advanced  by  blunt,  group-based 
instruments  such  as  excluding  all  gay  men,  all  African- Americans,  or  all  Latinos 
from  an  employment  pool-even  though  each  of  those  groups  disproportionately 
account  for  current  AIDS  cases  in  this  country."^ 

Current  Law 

The  Montana  Human  Rights  Act,  the  Montana  Governmental  Code  of  Fair  Practices, 
and  the  Americans  with  Disabilities  Act  prohibit  discrimination  based  upon 
physical  handicap  in  employment,  public  accommodations,  housing,  financing, 
education  and  government  services.  Federal  court  rulings  have  established  that 
HIV/AIDS  is  a  physical  handicap. 

Montana  employers  may  not  refuse  to  employ  persons  with  HIV/AIDS  who  are 
qualified  for  employment  unless  an  individual  evaluation,  based  upon  reasonable 
medical  judgment,  establishes  a  risk  of  harm.  Such  an  evaluation  should 
consider: 

*  the  nature  of  the  risk; 

*  the  duration  of  the  risk; 

*  the  severity  of  the  risk,  and 

*  the  probability  the  disease  will  be  transmitted  and  cause  harm. 

Employers  must  also  make  reasonable  accommodations  which  allow  qualified 
employees  with  HIV/AIDS  to  perform  their  jobs. 

The  Americans  with  Disabilities  Act  (ADA)  ,  passed  by  Congress  in  July  1990, 


'J.  Michael  McGinnis,  HEALTH  CARE  REFORM  AND  PUBLIC  HEALTH, 
Executive  Summary,  1993 

^"APHA  Goes  to  Court  to  Fight  Use  of  AIDS  as  Gay  Ban 
Justification",  The  Nation's  Health,  July  1993. 
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protects  persons  with  disabilities  in  employment,  education  and  service 
availability.  The  ADA  protects  those  perceived  as  having  HIV,  are  HIV  infected, 
or  have  AIDS.  Under  the  ADA,  businesses  with  more  than  25  employees  are 
prohibited  from  discriminating  against  persons  with  HIV/AIDS.  The  law  will  be 
expanded  in  1994  to  include  businesses  with  15  or  more  employees. 

Issues 

Ever  since  the  disease  was  identified,  despite  the  statutory  prohibitions  against 
discrimination,  people  with  AIDS  have  been  rejected  by  family  and  friends, 
verbally  harassed,  physically  assaulted,  evicted  from  their  homes,  fired  from 
their  jobs,  and  denied  medical  and  dental  services,  or  humiliated  when  seeking 
services.  In  a  1989  national  survey  of  persons  with  AIDS,  43%  reported  having 
experienced  discrimination.  And,  not  only  are  those  infected  with  HIV 
discriminated  against,  but  frequently  their  families  and  friends.  (M.B.  King. 
"Prejudice  and  AIDS:  The  views  and  experiences  of  people  with  HIV  infection." 
AIDS  Care  1989,  1:137-143.)  Attorneys  and  community-based  organizations 
interviewed  during  the  planning  process  which  deal  with  HIV/AIDS  issues  indicate 
they  have  had  calls  from  persons  who  feel  they  have  been  discriminated  against 
in  various  ways  and  who  want  to  know  their  options  for  redress.  (For  more 
information  on  discrimination  refer  to  "Attitudes"  in  the  section  entitled 
"HIV/AIDS  and  the  General  Public") 

Montana's  laws  prohibiting  discrimination,  coupled  with  the  national  statutes, 
should  provide  adequate  protection  in  the  areas  covered  (housing,  employment, 
etc.) .  Although  mechanisms  exist  to  investigate  and  resolve  complaints,  a  long 
period  of  time  can  elapse  between  the  date  a  person  files  a  complaint  and  its 
resolution.  In  many  cases,  resolution  can  take  years,  and  meanwhile,  further 
discrimination  may  occur  during  this  period.  There  is  some  protection  in  that 
complaints  lodged  with  the  Montana  Human  Rights  Commission  can  be  filed  under 
John  and  Jane  Doe  identifications.  However,  some  individuals  may  be  dissuaded 
from  filing  complaints  because  of  the  effort  and  long  wait  required,  especially 
if  one  is  ill. 

By  including  messages  promoting  respect  and  empathy  for  people  with  HIV/AIDS  and 
their  families  and  friends,  HIV/AIDS  education  programs  can  help  combat  attitudes 
which  contribute  to  discrimination.  Such  messages  should  concentrate  on 
dispelling  myths,  stereotypes,  and  biases  toward  people  with  HIV/AIDS  and  toward 
groups  at  highest  risk. 


Policy  Recommendations 


The  following  recommendations  recognize  discrimination  toward  HIV-infected 
persons  creates  a  major  obstacle  to  stemming  the  spread  of  HIV  and  providing 
adequate  care  for  those  with  HIV  disease. 

26.  Preserve  and  enforce  state  and  federal  statutes  prohibiting  discrimination 
against  persons  with  HIV/AIDS. 

27.  Secure  resources  tha^  would  enable  the  Montana  Human  Rights  Commission,  and 
other  agencies  responsible  for  responding  to  claims  of  alleged  HIV/AIDS-related 
discrimination,  to  expedite  Investigations  of  complaints  from  persons  with 
life-threatening  Illnesses  so  resolution  may  be  reached  while  claimants  are  still 
living. 
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B.    DECRIMINALIZATION  OF  HOMOSEXUALITY 

The  American  Public  Health  Association  recommended  the  repeal  of  statutes  making 
homosexuality  a  crime  in  1975,  at  least  5  years  before  the  identification  of 
AIDS.  The  recommendation  was  made  after  review  indicated  the  statutes 
criminalizing  homosexuality  prevented  persons  from  coming  forward  to  be  tested 
and  treated  for  other  public  health  diseases.  The  stand  was  taken  based  on  the 
report  of  the  Task  Force  on  Homosexuality,  National  Institute  of  Mental  Health, 
Final  Report  and  Background  Papers,  1972. 

Current  Law 

The  Montana  statute  on  sexual  crimes  makes  "deviate  sexual  conduct"  illegal.  The 
Act  says,  "A  person  who  knowingly  engages  in  deviate  sexual  relations  or  who 
causes  another  to  engage  in  deviate  sexual  relations  commits  the  offense  of 
deviate  sexual  conduct."  "Deviate  sexual  relations"  are  defined  as  sexual 
contact  or  sexual  intercourse  between  two  persons  of  the  same  sex  or  any  form  of 
sexual  intercourse  with  an  animal . 

Montana  has  a  very  severe  penalty  for  sexual  activities  among  those  of  the  same 
sex  even  though  they  may  be  consenting  adults.  Conviction  for  deviate  sexual 
conduct  could  bring  imprisonment  for  up  to  10  years  or  a  fine  of  up  to  $50,000, 
or  both. 

There  have  been  periodic  attempts  to  try  to  remove  this  law  from  the  Montana  Code 
Annotated,  the  most  recent  efforts  taking  place  during  the  1991  and  1993 
legislative  sessions.  Though  these  attempts  were  unsuccessful,  the  earliest  did 
result  in  a  modification  of  the  Sexual  Crimes  Act  to  prohibit  the  use  of 
information  regarding  someone  seeking  HIV  testing  in  prosecution  proceedings. 

Issues 

Despite  this  recent  change  in  the  Sexual  Crimes  Act,  it  was  the  general  consensus 
of  the  Planning  Advisory  Council  and  health  providers  interviewed  during  the 
planning  process  that  this  law  continues  to  create  a  barrier  to  testing  and 
impedes  the  promotion  of  the  public  health.  The  law  hinders  the  identification 
of  those  needing  education  about  HIV/AIDS  and  discourages  people  from  coming 
forward  for  medical  treatments  and  for  testing  for  sexually  transmitted  diseases 
other  than  HIV. 

Some  tend  to  dismiss  the  importance  of  the  law  because  they  believe  it  has  never 
been  used  to  prosecute  anyone.  The  presence  of  this  statute  has  caused  some  gays 
and  lesbians  to  state  they  feel  debased  because  they  are  viewed  as  felons.  These 
feelings  of  low  self-esteem  have  been  correlated  with  gay  and  lesbian  suicides 
in  adolescents  occurring  at  rates  much  higher  than  rates  in  their  heterosexual 
counterparts . ^ 

During  the  1993  legislative  session,  numerous  groups  concerned  with  public  health 
stated  their  support  for  repeal  of  Montana's  sexual  deviancy  law.  These  groups 
included  the  Montana  Public  Health  Association,  the  Missoula  City-County  Board 
of  Health,  the  Lewis  and  Clark  County  Board  of  Health,  and  the  American  Public 
Health  Association's  Governing  Council  which  supports  repeal  of  laws  which 


^Gibson,  P.,  LCSW,  "Gay  Male  and  Lesbian  Youth  Suicides", 
Report  of  the  Secretary's  Task  Force  on  Youth  Suicide,  U.S. 
Department  of  Health  and  Human  Services,  1989. 
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classify  as  criminal  conduct  consensual  activity  of  any  form  in  private,  saving 
only  those  portions  which  protect  children,  the  mentally  incompetent,  and  other 
helpless  persons  from  rape  and  other  forced  sexual  activity. 

Policy  Recommendation 

28.  Repeal  the  portion  of  Montana's  Sexual  Crimes  Act  which  makes  sexual 
activities  between  consenting  adults  of  the  same  sex  illegal. 
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C.    CONFIDENTIALITY  AND  THE  "NEED  TO  KNOW" 

Current  Law 

Four  Montana  statutes  address  the  release  of  information  about  a  person's  HIV 
status.  These  are  the  Uniform  Health  Care  Information  Act  (governing  what 
information  health  care  providers  and  their  employees  can  divulge  and  under  what 
conditions) ,  the  Government  Health  Care  Information  Act  (governing  what 
information  employees  of  health  departments  and  other  government  employees  can 
divulge  and  under  what  conditions) ,  the  Sexually  Transmitted  Disease  statute 
(which  describes  the  release  of  confidential  information) ,  and  the  AIDS 
Prevention  Act  (which  speaks  more  specifically  about  the  identification  of  the 
subjects  of  HIV  tests  and  identifies  the  penalty  for  disclosure  of  confidential 
information) . 

Each  of  these  laws  discusses  the  importance  of  protecting  personal  health  care 
information  as  well  as  the  right  of  health  care  providers  to  have  the 
information.  Disclosure  of  the  information  is  usually  only  with  the  patient's 
written  authorization  except  under  certain  clearly  defined  circumstances. 
Disclosure  without  the  patient's  authorization  is  permissible  based  on  "need  to 
know,"  and  the  statutes  list  the  situations  where  this  applies  (e.g.,  to  a  person 
who  is  providing  health  care  to  the  patient,  for  public  health  purposes,  etc.) . 

Issues 

Some  persons  interviewed  during  the  information  gathering  process  felt 
inconsistencies  between  the  Uniform  Health  Care  Information  Act  and  the  AIDS 
Prevention  Act  regarding  the  release  by  health  care  providers  of  the  identity  of 
a  subject  of  an  HIV-related  test.  After  a  recent  review  of  these  statutes,  the 
Attorney  General's  Office  released  the  following  opinion  on  August  10,  1992. 

A  health  care  provider  may  release  health  care  information  about  a  subject 
of  an  HIV-related  test,  including  the  identity  of  the  subject,  to  a 
contact  as  defined  by  section  50-16-1003  MCA  without  the  subject's 
authorization  only  when  the  health  care  provider  "reasonably  believes" 
that  disclosure  will  avoid  or  minimize  an  imminent  danger  to  the  health  or 
safety  of  the  contact  or  of  another  individual . 

This  interpretation  is  seen  by  some  as  too  liberal,  allowing  the  release  of  names 
of  individuals  in  situations  where  identification  is  unnecessary.  Given  the 
issues  of  discrimination  and  stigmatization,  this  issue  needs  clarification  to 
facilitate  exchange  of  information  for  the  benefit  of  all  involved. 


Policy  Recommendations: 


29.  Clarify  Montana's  statute's  regarding  confidentiality  and  the 
need  to  know  (50-16  Part  5  MCA)  so  it  is  understood  that  instances  are  rare  which 
permit  identifying  information  regarding  an  individual's  HIV  status  to  be 
released  without  his/her  consent. 
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D.    HIV  REPORTING  REQUIREMENTS 

Background 


standard  public  health  practice  involves  many  strategies.  One  of  these  is  the 
requirement  that  health  care  providers  report  certain  diseases  and  conditions  to 
the  local  public  health  officer.  Such  reporting  requirements  serve  four  primary 
functions : 

Understanding  Disease  Trends:  knowing  how  many  people  have  acquired  a 
disease  and  what  their  characteristics  are  enables  the  design  of  rational 
disease  control  programs .  (This  study  of  the  ecology  of  a  disease  is 
known  as  epidemiology.) 

Partner  Notification:  assuring  that  people  who  may  have  been  exposed  to  a 
disease  are  notified,  provided  treatment,  and  given  information  is 
important  to  reduce  transmission  of  infection  to  others.  From  a  public 
health  perspective,  partner  notification  is  especially  effective  if  the 
available  treatment  leaves  the  treated  individual  non- infectious,  thereby 
breaking  the  cycle  of  disease  transmission.  Since  there  is  no  ultimate 
cure  for  HIV/AIDS,  the  primary  role  of  partner  notification  is  to  reach 
those  at  risk  and  provide  education  regarding  HIV  transmission  and  how  to 
avoid  it. 

Treatment  Decisions:  assuring  that  each  person  with  the  disease  receives 
the  opportunity  for  prompt  and  proper  treatment  is  also  a  reason  diseases 
are  reported. 

Prevention  of  Further  HIV  Transmission:  providing  education  to  assist 
infected  individuals  in  developing  the  skills  necessary  to  protect  others 
from  infection  is  essential. 

Tests  for  HIV  infection  (including  asymptomatic  HIV  infection)  became  widely 
available  in  1985.  Montana  is  one  of  38  states  which  requires  some  manner  of  HIV 
reporting  to  either  state  or  local  health  departments  {CDC  Surveillance  Update, 
June  1993)  .  Like  25  other  states,  Montana  does  not  require  reporting  by  name  but 
relies  primarily  on  the  reporting  of  demographic  information  to  the  state  health 
department  to  monitor  trends  and  direct  prevention  efforts. 

Various  professional  organizations  have  endorsed  conflicting  policies  regarding 
mandatory  reporting  of  the  identities  of  HIV-positive  persons  to  local  public 
health  authorities.  For  example,  the  American  Medical  Association  supports 
reporting,  while  a  number  of  state  medical  associations  oppose  it. 

Proponents  argue  that  reporting  the  identities  of  seropositive  persons: 

*  Would  improve  trend  documentation.  Current  reporting  of  only  AIDS  cases 
reflects  infections  that  occurred  3-10  years  ago.  Reporting  asymptomatic 
HIV-positives  would  provide  a  more  accurate  reflection  of  recent 
infections  and  trends.  Including  the  names  is  necessary  to  avoid 
duplication  in  counting  the  case  numbers. 

*  Would  allow  for  the  development  and  maintenance  of  a  confidential  public 
health  "register"  of  people  with  HIV  infection.   Such  a  register  could: 

a)  improve  the  operation  of  HIV  partner  notification  programs  by 
avoiding  duplication  of  effort  on  the  same  case  (e.g.,  partner 
notification  of  a  sex  partner  who  was  already  known  to  be  HIV 
seropositive  and  aware  of  his/her  status) ; 
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b)  facilitate  enforcement  of  laws  prohibiting  behaviors  that 
endanger  the  public  health  by  providing  documentation  of  when  a 
person  became  aware  of  his/her  HIV  infection; 

c)  allow  public  health  authorities  to  inform  people  with  HIV 
infection  about  beneficial  programs  and  treatments  and  encourage 
them  to  take  advantage  of  early  intervention  services. 

*  Would  not  pose  significant  risks  to  the  civil  rights  of  people  with  HIV 
infection.  Proponents  cite  the  excellent  public  health  record  of 
maintaining  the  confidentiality  of  reports  of  other  diseases. 

*  Would  mean  that  HIV  is  handled  like  any  other  communicable  disease. 
Proponents  say  this  is  how  it  should  be;  there  is  no  reason  to  treat  it 
differently. 

*  Would  enable  the  state  to  qualify  for  more  federal  dollars  for 
surveillance  which  are  available  only  to  states  which  report  HIV  status  by 

name . 

Organizations  that  oppose  mandatory  reporting  of  the  identities  of  HIV-positive 
persons  include  the  American  Public  Health  Association,  the  National  Academy  of 
Sciences  and  the  Institute  of  Medicine,  and  the  American  Psychiatric  Association. 

Opponents  argue  that  identity  reporting  would  be  counterproductive  because: 

*  Reporting  is  a  deterrent  to  voluntary  HIV  testing.  Multiple  reported 
studies  show  that  the  threatened  implementation  of  reporting  or  lack  of 
anonymous  services  can  substantially  reduce  willingness  to  seek  HIV 
counseling  and  testing. 

*  The  reliance  on  voluntary  testing  means  that  a  sample  representative  of 
the  general  population  cannot  be  obtained.  As  a  result,  generalizing  data 
collected  through  such  a  system  is  difficult.  Blinded  probability 
samples,  which  prohibit  the  reporting  of  names,  are  a  more  reliable  way  of 
monitoring  disease  trends. 

*  Keeping  accurate  registers  is  very  time  consuming  and  would  use  funds 
which  could  better  be  spent  in  other  ways  to  combat  HIV/ AIDS . 

*  The  success  of  partner  notification  programs  depends  on  the  voluntary 
disclosure  of  the  identities  of  sex  or  needle -sharing  partners.  A 
registry  of  seropositive  persons  is  not  essential  to  the  success  of  an  HIV 
partner  notification  program. 

Current  Situation 

Montana  adopted  administrative  rules  requiring  reporting  of  HIV-positive  test 
results  without  name  in  November  1987.  (Note:  AIDS  is  reportable  by  name.)  To 
collect  these  reports,  MDHES  relies  on  information  collected  by  the  Montana 
Public  Health  Laboratory  (MPHL) .  Besides  processing  most  of  the  HIV  tests 
performed  in  the  state,  administrative  rules  require  other  laboratories 
performing  HIV  antibody  tests  to  submit  samples  testing  positive  for  HIV 
antibodies  to  the  MPHL  for  confirmation. 

Testing  statistics  maintained  by  MDHES  indicate  that  approximately  75%  of  the 
samples  submitted  for  testing  are  accompanied  by  demographic  data.  The  data 
include  information  on  the  age,  race,  and  risk  behaviors  of  individuals  seeking 
testing.   While  the  information  currently  collected  is  used  to  reflect  trends 
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across  Montana,  it  cannot  be  used  to  accurately  screen  out  individuals  seeking 
repeat  tests.  As  a  result,  the  number  of  positive  test  results  may  represent 
individuals  who  have  tested  repeatedly. 

Upon  receiving  notification  of  positive  test  results  from  the  MPHL,  MDHES  AIDS 
Program  conducts  routine  follow-up.  Such  follow-up  is  designed  to  collect 
additional  demographic  information,  when  necessary,  and  to  offer  assistance  to 
the  health  care  provider  submitting  the  test  with  partner  notification  and 
referrals . 


Options 


The  Planning  Advisory  Council  carefully  considered  each  of  the  following  options 
and  some  combinations  of  them  in  trying  to  come  up  with  a  recommendation  on  HIV 
reporting: 

1.  Continue  current  practice. 

2.  Continue  current  practice  but  institute  a  universally  used  code  which 
does  not  allow  identification  of  any  individual.* 

3 .  Increase  demographic  data  required  for  reporting  but  without  name 
reporting. * 

4.  Provide  for  name  reporting  to  local  health  departments  (for  disease 
intervention  and  partner  notification  services)  with  non- identifying 
information  reported  on  to  MDHES . * 

5 .  Encourage  local  boards  of  health  to  provide  for  named  reporting  in 
their  jurisdictions  as  currently  allowed  under  Montana  law.  Current 
statute  states  that  local  boards  may  adopt  rules  which  do  not  conflict 
with  rules  adopted  by  the  department  (MDHES)  for  the  control  of 
communicable  diseases.  Montana  Administrative  Rule  states  that  a  local 
board  of  health  may  adopt  rules  for  the  control  of  communicable  disease, 
if  such  rules  are  as  stringent  as  and  do  not  conflict  with  the 
requirements  of  this  chapter. 

6  .  Make  HIV  reportable  by  name  to  MDHES  with  anonymous  testing  permitted 
through  the  existing  counseling  and  testing  sites.* 

7 .  Make  HIV  reportable  by  name  to  MDHES  as  with  other  communicable 
diseases,  at  all  test  sites.* 

*Any  of  these  changes  could  be  done  by  Administrative  Rule  and  would  not 
require  legislative  action. 


Policy  Recommendations 


30.  Maintain  the  current  method  of  HIV  reporting  by  not  requiring  a  name  or 
unique  identifier  for  individuals  testing  positive,  and  continue  to  follow-up 
HIV-positive  reports  by  offering  health  care  providers  assistance  with  partner 
notification  and  counseling. 

Rationale:   These  recommendations  are  made  for  several  reasons. 

A.  Many  persons  whose  behavior  puts  them  at  high  risk  for  infection  have 
not  yet  been  tested  for  the  HIV  because  they  fear  they  will  be  identified 
and,  if  they  test  positive,  will  be  discriminated  against,  ostracized, 
etc.  It  would  not  be  prudent  to  create  one  more  impediment  to  peoples' 
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willingness  to  come  forward  for  testing. 

B.  Because  of  the  nature  of  HIV/AIDS,  specifically  the  lack  of  a  cure  and 
the  long  asymptomatic  stage,  the  need  for  the  involvement  of  public  health 
to  know  who  is  infected  is  less  compelling  than  it  is  with  other 
communicable  diseases  for  which  there  is  a  cure  (as  with  syphilis) . 

C.  The  number  of  HIV-positives  is  not  so  great  that  the  State  AIDS 
Program  could  not  call  each  provider  to  more  actively  pursue  the  gathering 
of  information  which  could  be  used  to  help  with  surveillance  and  to  offer 
partner  notification  services.  Such  steps  strengthening  these  efforts 
have  occurred. 

D.  The  existing  Administrative  Code  allows  MDHES  to  collect  other 
information  (short  of  any  which  could  be  used  to  identify  an  individual) 
needed  for  managing  care . 

E.  If  information  is  not  sufficient  for  surveillance  purposes  or  if  a 
cure  is  found,  the  HIV/AIDS  Advisory  Council  called  for  in  this  report 
could  reassess  reporting  requirements  in  future  years. 
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PROFILE: 

Home: 


Victor  Phillips 
Helena/Billings 


It  was  the  fall  of  1986  when 
our  family  became  aware  of  the 
existence  of  AIDS.   My  brother, 
Victor  Phillips,  Charles  Baier  and 
Sally  Fisher  had  just  begun  Northern 
Lights  Alternative,  the 
internationally  renowned  AIDS 
organization  focusing  on  empowering 
and  supporting  people  affected  with 
HIV.   At  the  time,  my  family  and  I 
could  not  understand  why  Victor  had 
given  up  his  successful 
architectural  design  business  and 
had  begun  to  devote  more  and  more 
time  to  this  organization.   He  would 
tell  us  of  the  prejudice  experienced 
by  his  friends  and  how  many  of  them 
were  treated  with  hostile  reaction 
to  this  fairly  unknown  disease.   He 
also  told  us  of  babies  born  to  HIV 
infected  and  drug  addicted  mothers, 
only  to  be  abandoned  in  the  hospital 
all  of  their  short  lives.   It  was 
because  of  this  dire  need  that 
Charles  and  Victor  started  the 
Children  With  AIDS  Care  Program,  and 
later  began  a  very  successful  foster 
care  program. 

In  the  Spring  of  1987,  Charles, 
Victor's  lover  of  eleven  years  and 
my  brother  in  every  sense  of  the 
word,  came  down  with  flu-like 
symptoms.   Unfortunately,  it  was 
full  blown  AIDS  and  for  the  next  two 
weeks  we  were  hoping  and  praying  for 
a  miracle.   Chuck  went  into  the 
hospital .   My  mother  and  I  flew  out 
to  New  York  City  in  April  of  1987, 
where  my  beloved  Chuck  died  two  days 
after  we  arrived. 

For  our  family,  the  reality  set 
in. . .  Victor  more  than  likely  had 
been  exposed.   During  the  next  three 
years,  we  thought  very  little  about 
it,  because  of  Victor's  apparent 
good  health.   Only  occasionally  did 
he  have  his  bouts  of  physical 
illness . 

In  1990,  he  moved  back  to 
Montana  not  only  to  be  with  his 
family  but  to  also  prepare  us  for 
the  inevitable.   During  this  time  he 
worked  none-stop  educating  the 
pviblic.   He  worked  for  the  Lewis  and 
Clark  City-County  Health  Department 
and  Out  In  Montana,  crossing  the 
state  many  times  to  speak  with 
diverse  groups  including  state 
legislators,  doctors,  school  boards 
and  students.   In  December  of  1991, 


Victor  was  granted  the  Governor's 
Award  of  Appreciation  in  recognition 
for  his  outstanding  AIDS  service 
work  in  the  state  of  Montana. 

Victor  was  back  in  New  York 
again  promoting  a  N.L.A.  benefit 
bash  in  November  of  1991  when  his 
health  suddenly  took  a  turn  for  the 
worse.   This  time,  though,  he  was 
diagnosed  with  lymphoma  and  given  a 
month  or  less  to  live.   After 
spending  two  weeks  in  the  hospital 
in  NYC,  he  flew  home  and  spent 
another  two  weeks  fighting  for  his 
life.   Once  again  he  cheated  death. 
He  was  more  determined  than  ever  to 
keep  on  living.   It  was  at  this  time 
that  my  parents  became  his  round- 
the-clock  care  takers  and  most 
trusted  friends. 

It  was  during  this  last  couple 
of  months  that  a  very  special  bond 
developed  between  them.   As  my 
father  so  proudly  states,  "it  was  a 
privilege  and  honor  to  have  a  son 
who  not  only  tried  but  gave  his 
entire  later  years  for  a  cause  so 
needed  and  that  so  few  vinderstood. 
He  gave  it  his  all  and  we  will 
always  love  him  for  the  great 
compassionate  man  that  he  was." 

Victor  died  peacefully  at  home 
with  his  loved  ones  January  8,  1992. 


Attachment  I 
PREVENTION  PROGRAMS  AND   SERVICES 

Counseling,  Testing,  Referral  and  Partner  Notification  (CTRPN) .  There  are  11 
publicly  supported  CTRPN  sites.  The  publicly  supported  sites  offer  anonymous 
testing,  referral  to  other  services  and  partner  notification  for  HIV+  clients. 
The  CTRPN  sites  are  listed  below  along  with  the  geographic  area  each  serves.  It 
should  be  noted,  however,  that  clients  may  use  any  CTRPN  site  they  choose. 

*  Bridger  Mountain  Family  Planning,  Bozeman 

*  Cascade  City-County  Health  Department,  Great  Falls 

*  Central  Montana  Family  Planning,  Lewistown 

*  Dawson  County  Health  Department,  Glendive 

*  Deering  Community  Health  Clinic,  Billings 

*  Family  Services  Center,  Butte 

*  Flathead  City-County  Health  Department,  Kalispell 

*  Hill  County  Health  Department,  Havre 

*  Missoula  City-County  Health  Department,  Missoula 

*  Lewis  and  Clark  City-County  Health  Department,  Helena 

*  Roosevelt  County  Health  Department,  Wolf  Point 

Services  are  offered  free  of  charge  to  individuals,  but  sites  may  ask  for. 
a  donation.  All  tests  are  processed  by  the  Montana  Public  Health 
Laboratory  (MPHL) ,  as  are  most  private  tests. 

Funding  Source :  Federal  --  Centers  for  Disease  Control  and  Prevention 
(CDC) 

Partner  Notification  Services.  This  is  a  service  available  to  HIV-positive 
individuals  who  would  rather  not  inform  their  sex-  and  needle-sharing  partners 
of  their  HIV  status  or  need  assistance  with  this  responsibility.  This  service  is 
provided  either  by  MDHES,  the  local  CTRPN  sites,  or  other  trained  local 
personnel . 

Funding  Source :  Federal  --  Centers  for  Disease  Control  and  Prevention 
(CDC) . 

Health  Education/Risk  Reduction  (HERR)  Sites.  Ten  sites  contract  with  MDHES  to 
provide  health  education  and  risk  reduction  and  outreach  to  minorities,  students, 
health  care  providers,  and  the  general  public. 

Sites  include  all  CTRPN  sites  with  the  exception  of  Havre. 

Funding  Source :  Federal  --  Centers  for  Disease  Control  and  Prevention 

(CDC) . 

Preventive  Health  Block  Grants.  The  1991  Montana  legislature  earmarked  a  portion 
of  federal  block  grant  funding  for  HIV/AIDS  education.  Approximately  $425  for 
counties  without  an  HERR  site  was  earmarked  for  1991  and  a  similar  amount  is 
anticipated  in  1992. 

Funding  Source :  Federal  --  Preventive  Health  Services  Block  Grants. 

Montana  Migrant  Health  Project  (MMHP) .  The  MMHP  provides  bilingual  outreach  and 
HIV  education  to  Hispanic  migrant  farm  workers  in  Montana. 

Funding  Source :  Federal  --  Centers  for  Disease  Control  and  Prevention 
(CDC) . 
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Criticare/FDH  and  Associates.  Provides  education  and  outreach  to  gay  and  bisexual 
men.  Safer  sex  education,  homophobia  education,  networking  with  community  based 
organizations  and  health  departments  on  how  to  include  gay  men  are  among  its 
activities . 

Funding  Source :  Federal  --  Centers  for  Disease  Control  and  Prevention 
(CDC)  . 

Office  of  Public  Instruction  (OPI) .  OPI  is  responsible  for  developing  educational 
materials  including  an  HIV  curriculum  designed  to  provide  guidance  to  local 
school  districts  and  to  train  instructors  in  the  implementation  of  the 
curriculum. 

Funding  Source :  -  -  CDC 

Indian  Health  Services  (IHS) .  With  respect  to  HIV  prevention  and  education,  the 
IKS  was  allocated  funds  for  prevention  and  education  efforts  targeting  the  30,000 
American  Indians  living  on  Montana's  seven  reservations. 

Funding  Source :  Federal,  IHS  -  - 

Montana  Department  of  Health  and  Environmental  Sciences.  The  MDHES  AIDS  Program 
carries  out  a  variety  of  educational  activities  including  writing  and 
distributing  pamphlets,  developing  and  managing  public  information  campaigns,  and 
operating  a  statewide  AIDS  information  hotline,  laboratory  testing,  selected 
seroprevalence  studies,  analysis  and  distribution  of  morbidity  and  mortality 
trends  and  resource  assessment  and  planning. 

Northwest  Area  Training  Center.  This  center  is  a  regional  education  and  training 
center  program  serving  health  care  professionals  in  Washington,  Idaho,  Montana, 
Alaska  and  Oregon.  The  mission  is  to  provide  formal  training  in  the  clinical, 
legal,  ethical,  and  psychosocial  aspects  of  HIV  infections  to  primary  care 
providers . 
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Attachment  II 

OFFICE   OF   PUBLIC    INSTRUCTION 
HIV/AIDS   EDUCATION  ACTIVITIES 

Montana  AIDS  Education  Program 

The  Montana  Office  of  Public  Instruction  receives  funds  from  the  Centers  for 
Disease  Control  for  the  Montana  AIDS  Education  Program.  The  program's  general 
objectives  are: 

*  increasing  the  number  of  schools  that  provide  effective  HIV/AIDS 
education; 

*  increasing  the  number  of  junior  high  and  senior  high  students  who  receive 
education  about  how  to  avoid  becoming  infected  with  HIV; 

*  increasing  the  number  of  schools  that  integrate  HIV/AIDS  education  within 
a  more  comprehensive  health  education  program; 

*  providing  assistance  to  agencies  that  subsequently  will  implement  HIV/AIDS 
education  programs  for  minority  youth,  youth  in  high-risk  situations, 
and/or  youth  with  special  education  needs; 

*  providing  updated  training/educational  forums  to  universities  and  colleges 
that  offer  degrees  in  teacher  education  so  they  can  provide  effective 
HIV/AIDS  education  to  teacher  education  candidates; 

*  providing  and/or  arranging  training  and  technical  assistance  to  teachers 
and  other  school  personnel  in  planning,  implementing  and  evaluating 
comprehensive  school  health  education; 

*  continuing  coalition  involvement  with  agencies  advocating  comprehensive 
school  health  education; 

*  conducting  knowledge,  attitude,  belief  and  behavior  surveillance  of 
Montana  adolescents,  and  determining  the  availability  and  extent  of  HIV 
prevention  education  by  surveying  administrators  in  Montana  schools,  and 

*  conducting  evaluation  activities  to  provide  the  information  necessary  to 
document  program  progress  and  to  improve  program  activities. 

OPI's  activities  reflect  a  continued  coordinated  effort  between  numerous 
educational  and  state  agencies  that  deal  with  school -age  children  in  and  out  of 
school . 

Under  the  CDC-funded  program,  OPI  has  developed  and  distributed  to  all  schools 
curriculum  planning  guidelines  and  model  HIV/AIDS  curricula  for  elementary, 
junior  high,  and  senior  high  classes.  They  have  developed  and  distributed  to  all 
schools  model  policies  for  schools  to  use  or  adapt  concerning  communicable 
diseases  (including  HIV)  which  may  affect  students  and  staff.  OPI  has  also 
trained  teachers  who  themselves  have  trained  other  teachers  and  have  taught 
HIV/AIDS  education.  Further,  OPI  carries  out  knowledge  assessment  activities. 

In  the  curriculum  planning  guidelines,  material  from  the  CDC's  Morbidity  and 
Mortality  Weekly  Report  is  quoted  as  follows: 

Schools  should  allocate  sufficient  personnel  time  and  resources  to  assure 
that  policies  and  programs  are  developed  and  implemented  with  appropriate 
community  involvement,  curricula  are  well -planned  and  sequential,  teachers 
are  well-trained,  and  up-to-date  teaching  methods  and  materials  about  AIDS 
are  available.  In  addition,  it  is  crucial  that  sufficient  classroom  time 
be  provided  at  each  grade  level  to  assure  that  students  acquire  essential 
knowledge  appropriate  for  that  grade  level,  and  have  time  to  ask  questions 
and  discuss  issues  raised  by  the  information  presented. 

Further,  in  its  model  policies,  OPI  makes  the  following  recommendation  (among 
others) : 

School  districts  will  provide  an  ongoing  educational  program  about  HIV  for 
students,  for  staff  members  and  other  employees,  and  for  the  community. 
The  educational  program  will  include:  current  scientific  evidence  about 
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HIV  and  its  transmission,  school  district  policy  on  communicable  diseases 
such  as  HIV  infection,  other  resources  students/staff /community  members 
can  go  to  for  more  information,  and  procedures  to  prevent  the  spread  of 
all  communicable  diseases  at  school. 

Funding  Source :  Federal  --  Centers  for  Disease  Control. 
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Attachment  III 
STATEWIDE   PROGRAMS  AND   SERVICES 

FOR   PERSONS   LIVING   WITH  HIV/AIDS 

AIDS  Drug  Reimbursement  Program  (ADRP) .  This  program  provides  Zidovudine  (AZT) , 
Videx  (ddl) ,  Hivid  (ddC)  and  pentamidine  to  qualified  individuals  at  no  cost. 
Though  individuals  must  meet  medical  and  financial  eligibility  criteria  to 
qualify  for  the  program,  the  aim  of  the  program  is  to  assure  that  those  who  need 
the  covered  drugs  and  who  would  suffer  financial  hardship  without  the  drug 
subsidy  are  able  to  get  them.  As  alternative  drugs  are  approved,  MDHES  will 
investigate  the  costs  and  the  possible  demand  and  consider  whether  to  include 
these  drugs  in  the  program.  Contact  the  AIDS  Program  at  444-4744  for  additional 
information. 

Funding  Source :  Federal  --  Health  Resources  and  Services  Administration 
(HRSA)  through  Ryan  White  Title  II. 

Continuum  of  Health  Insurance  Coverage.  This  program  allows  eligible  individuals 
to  continue  their  private  health  insurance  by  having  the  program  pay  for  all  or 
part  of  the  premiums.  Eligibility  requirements  include  financial  and  medical 
criteria.  Contact  the  AIDS  Program  at  444-4744  or  the  Department  of  Social  and 
Rehabilitation  Services  at  444-1641. 

Funding  Source :  Federal  --  Health  Resources  and  Services  Administration 
(HRSA)  through  Ryan  White  Title  II. 

Early  Intervention  Progreun.  This  program  provides  a  medical  evaluation  for  HIV- 
positive  individuals  as  well  as  educational  sessions  with  an  early  intervention 
counselor.  Program  sites  function  in  conjunction  with  the  Counseling,  Testing, 
Referral  and  Partner  Notification  sites  through  the  Cascade  City-County  Health 
Department  in  Great  Falls,  Deering  Community  Health  Clinic  in  Billings,  Flathead 
City-County  Health  Department  in  Kalispell,  Hill  County  Health  Department  in 
Havre,  Lewis  and  Clark  City-County  Health  Department  in  Helena,  and  Missoula 
City-County  Health  Department  in  Missoula.  Contact  a  counseling  testing  site 
listed  in  Attachment  I  for  more  information. 

Funding  Source :  Federal  --  Health  Resources  and  Services  Administration 
(HRSA)  through  Ryan  White  Title  II,  and  the  Centers  for  Disease  Control 
through  HIV  Prevention  Grants. 

HIV  Care  Consortia.  Regional  HIV  Care  Consortia  were  established  in  1991  in 
response  to  the  Ryan  White  federal  initiative.  The  aim  of  the  consortia  is  to 
plan,  develop  and  deliver  comprehensive  outpatient  health  and  support  services 
to  meet  the  identified  needs  of  individuals  and  families  with  HIV  disease  within 
designated  geographic  areas.  Services  paid  for  by  the  consortia  are  determined 
locally  based  on  client  need.  Services  include:  case  management,  medical, 
nursing,  dental,  mental  health,  benefits  advocacy,  medications,  and  early 
intervention  services. 

Funding  Source :  Federal  --  Health  Resources  and  Services  Administration 
(HRSA)  through  Ryan  White  Title  II. 

Medicaid.  The  Medicaid  program  pays  providers  for  health  services  for  persons  who 
qualify  based  on  income  eligib-ility.  A  number  of  persons  with  HIV/AIDS  have 
utilized  Medicaid  reimbursement  for  needed  services. 

Funding  Source:  Federal  and  State  --  Health  Care  Financing  Administration 
and  Montana  State  General  Funds . 

Montana  Department  of  Corrections  and  Htiman  Services  (MDCHS) .  MDCHS  provides 
health  care  and  support  services  for  people  in  seven  institutional  and 
correctional  settings  in  Montana. 

Funding  Source :  State  General  Fund. 
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Indian  Health  Service  (IHS) .  The  IHS  is  responsible  for  providing  health  care  to 
American  Indians  residing  in  Montana.  This  is  accomplished  through  health 
services  which  are  available  on  the  State's  seven  reservations  and  through 
contract  services  with  three  urban  outpatient  clinics. 

FundincT  Source  :  Federal . 
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Attachment  IV 


AIDS  Planning  Advisory  Council 

Teen  Representatives 

Sasha  Davies 
Sonya  Buchholtz 
Jeremy  Glenn 

of  Missoula 

Health  Department  Representatives 

Dennis  Klukan,  Health  Officer 
Flathead  City-County  Health  Dept . 
72  3  5th  Avenue  East 
Kalispell,  Montana  59901 

Bob  Johnson,  Health  Officer 
Lewis  and  Clark  Co.  Health  Dept. 
316  North  Park 
Helena,  Montana  59624 

June  Luptak,  Director 
Deering  Community  Health  Center 
123  South  27th 
Billings,  Montana  59101 

Native  American  Representative 

Toni  Plummer  of  Whitefish. 

Office  of  Public  Instruction  Representative 

Rick  Chiotti 

Office  of  Public  Instruction 

Helena,  Montana  5  9620 

Out  in  Montana/Montana  Gay  Health  Project  Representative 

Danny  Mills  of  Helena. 

Medicaid  Representative 

Kay  Marshall 

Medicaid  Utilization  Review 

SRS  Building 

Helena,  Montana  59620 

Community  Based  Organization  Representative 

David  Herrera 

Yellowstone  AIDS  Project 
Billings,  Montana  59101 

Montana  Medical  Association  Representative 

David  Calhoun,  M.D.,  of  Billings. 
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Attachment  V 

Estimates  &  Projections  of  HIV/AIDS 

Calculation  Based  Upon  CDC's  Estimates 

Using  the  CDC  estimate  that  AIDS  has  been  diagnosed  in  only  20%  of  the 
individuals  infected  with  HIV  (Division  of  STD/HIV  Prevention  Annual  Report, 
1992),  a  rough  estimate  of  Montana's  prevalence  can  be  made.  All  reported  AIDS 
cases  will  be  used  in  the  estimate. 

As  of  September  30,  1993,  approximately  60  Montanans  are  living  with  AIDS.  If 
we  assume  this  to  represent  20%  of  the  HIV  infected  population,  Montana's  total 
HIV  population  would  consist  of  300  individuals. 

This  method  fails  to  account  for  several  factors,  which  may  raise  or  lower  the 
estimate.  For  example,  this  model  does  not  take  into  consideration  where 
infection  actually  occurred  or  cases  of  AIDS  which  may  have  gone  unreported.  In 
addition,  since  the  HIV  epidemic  has  hit  rural  states  years  after  impacting 
larger  areas,  fewer  than  20%  of  Montana's  HIV  population  may  be  actually 
diagnosed  with  AIDS. 

Estimate  Based  on  Coolfont  Model 

The  Coolfont  Model  was  developed  at  a  1986  Public  Health  Service  (PHS)  workshop 
in  Coolfont,  West  Virginia.  The  model  was  devised  by  medical  researchers, 
epidemiologists,  and  statisticians  to  estimate  the  number  of  HIV  infections 
nationally  at  that  time.  An  estimate  of  1  to  1.5  million  was  obtained  using  the 
limited  data  that  were  available. 

Subsequent  national  estimates  using  this  method  have  been  performed  and  yielded 
estimates  ranging  from  945,000  to  1.4  million  infected  individuals.  Although 
these  estimates  reflect  a  higher  number  of  infected  individuals  than  the  current 
national  estimate  of  one  million,  the  Coolfont  Model  has  many  advantages,  among 
them  relative  simplicity  and  a  reliance  on  the  data  collected  in  Montana. 

How  the  Model  Works 

This  PHS  model  divides  the  population  into  seven  transmission  categories;  for  our 
estimate  we  have  combined  two  of  the  categories,  occasional  and  frequent 
injecting  drug  users  (IDU),  due  to  limited  data.  The  estimated  prevalence  of 
HIV,  referred  to  as  seroprevalence,  among  each  category  is  determined  using 
current  information  from  the  analysis  of  Montana's  data  or  other  available 
sources.  Adding  the  categories,  and  a  5%  adjustment  to  reflect  cases  that  may 
fall  outside  the  categories,  yields  the  estimated  seroprevalence  in  Montana. 

Estimates  used  to  determine  the  seroprevalence  among  the  transmission  categories 
are  obtained  from  various  sources.  The  data  from  our 
counseling/testing/referral/partner  notification  sites  represent  approximately 
31,000  HIV  tests  in  the  past  four  years.  The  data  have  some  limitations  but 
represent  the  best  estimates  of  HIV  infection  among  homosexuals,  bisexuals  and 
injecting  drug  users  currently  available. 

Our  estimate  of  the  seroprevalence  among  heterosexuals  relies  on  data  from  the 
blinded  Seroprevalence  Study  of  Childbearing  Women  and  military  testing.  The  PHS 
model  estimates  approximately  85%  of  infections  found  through  these  testing 
methods  will  fit  into  one  of  the  categories  included.  Approximately  15%  of  the 
HIV+  will  not.  Both  sources  of  information  have  their  limitations  and  their 
advantages . 

The  Survey  of  Childbearing  Women  relies  on  blinded  sampling  of  approximately 
44,000  women  (as  of  December  31,  1992)  who  have  given  birth  in  the  past  four 
years  in  Montana.   Because  the  survey  is  blinded  (identifiers  are  stripped  from 
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samples  submitted  for  routine  metabolic  screening) ,  this  survey  does  not  allow 
women  to  decline  testing  or  be  informed  of  their  results.  The  survey  is  not 
intended  to  replace  routine  risk  assessment  by  the  physician.  The  data  provide 
a  means  of  monitoring  HIV  infection  trends  in  the  general  population.  However, 
the  data  may  include  duplicates  and  cannot  account  for  women  between  the  ages  of 
15-49  who  may  not  be  sexually  active,  may  terminate  their  pregnancy,  or  may  use 
contraceptives . 

The  military  testing  represents  20,812  (as  of  September  1993)  tests  performed  by 
the  Department  of  Defense  on  males  entering  the  military.  Note  that  men  applying 
for  military  service  may  not  be  representative  of  all  males  in  Montana.  Although 
a  revision  of  the  policy  is  under  consideration,  screening  of  applicants  was 
occurring  at  the  time  this  information  was  collected.  As  a  result,  some  who  may 
be  at  risk,  such  as  homosexual  men  and  IDUs ,  are  discouraged  from  applying  and 
therefore  not  tested.  However,  estimates  among  IDUs  and  homosexual  men  are  taken 
into  consideration  in  other  categories. 
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Coolfont  Model-  Estimate  of  HIV  Infection  in  Montana  as  of  12/31/92 

Population    %  HIV  infected     Estimated  Infections 
Category  Size 

Homosexual  males  9,500^  5.6^  532 

Bisexual  Males  18,000'  1.4^  252 

IDU  2,500^  1.2^  30 

Hemophilia  A  25"  33.0^  8 

Hemophilia  B  15"  33.0^  5 

Heterosexuals  (15-49)  351,596^  O.OOl''  4 

SUBTOTAL  831 

Others*     (additional  5%  for  those  in  other  categories)  42 

TOTAL  873 

'  The  PHS  model  estimates  4%  of  the  male  population  aged  15-59  are  exclusively  homosexual  and 
that  an  additional  8%  are  bisexual.  Estimates  are  from  Kinsey  et  al :  Sexual  Behavior  in  the 
Human  Male,  Philadelphia,  W.B.  Sanders  Publishing  Co.,  1948  and  1990  Montana  Census 
information. 

^  Estimates  of  HIV  seroprevalence  are  based  upon  cumulative  testing  data  from  January  1, 
1989,  to  December  31,  1992  at  Montana  testing  sites.  The  overall  prevalence  rate  is  7.0% 
among  homosexual  and  bisexual  men.  The  PHS  model  estimates  that  homosexual  men  are  four 
times  more  likely  to  be  infected  than  bisexual  men.  Individuals  who  choose  testing  may  not 
be  representative  of  all  members  in  their  category.  This  estimate  reflects  only  those 
tested,  cannot  account  for  duplicates,  and  may  be  artificially  high. 

^  Estimate  based  on  1990  State  Alcohol  and  Drug  Abuse  Profile  prepared  by  the  Montana 
Department  of  Corrections  and  Human  Services. 

"  Estimates  prepared  with  the  assistance  of  the  Mountain  States  Hemophiliac  Center  in  Denver, 
Colorado,  and  based  on  the  Montana  population  they  serve. 

''  Estimates  prepared  with  the  assistance  of  the  Mountain  States  Hemophiliac  Center  in  Denver, 
Colorado.  The  estimates  are  significantly  lower  than  the  national  estimates  due  to  a 
disproportionate  number  of  younger  hemophiliacs  in  Montana. 

^  Estimate  based  on  1990  Census  information. 

'  Estimates  based  on  military  testing  of  applicants  in  Montana  and  the  Seroprevalence  Study 
of  Childbearing  Women.  An  average  rate  of  0.01%  has  been  the  result  of  62,500  tests.  Of 
this  percentage,  the  PHS  estimates  85%  will  fall  into  one  of  the  other  categories  of  this 
model.   The  remaining  15%  will  be  heterosexuals  without  known  risks. 

*  An  adjustment  of  5%  is  used  to  include  heterosexual  partners  of  people  at  risk,  transfusion 
recipients,  and  others  who  may  have  become  infected  but  are  not  classified  in  the  other 
categories . 
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Limitations  of  the  Coolfont  Model. 

The  Coolfont  Model  estimates  HIV  prevalence  which  may  or  may  not  mirror  our 
reported  AIDS  cases.  Since  the  model  relies  on  limited  data,  the  following 
comments  must  be  considered: 

Using  the  Coolfont  Model,  men  who  have  sex  with  men  comprised  90%  of  the 
estimated  873  infected  individuals  in  Montana,  while  this  group  comprises  only 
60%  of  the  actual  AIDS  cases  reported  in  Montana.  However,  an  additional  13%  of 
the  cases  reported  have  a  combination  of  risk  factors  which  included  same- sex 
contact  and  injecting  drug  use.  When  combined,  73%  of  our  reported  AIDS  cases 
include  same-sex  contact  as  a  risk.  However,  these  estimates  rely  on  assumptions 
regarding  the  prevalence  of  same  sex  contact  and  testing  data  focuses  on  those 
at  highest  risk  and  which  may  contain  duplicates.  While  the  Kinsey  study 
supplies  an  estimates  of  same-sex  contact  among  adult  males,  the  frequency  of  the 
contact  is  not  taken  into  account.  As  a  result,  the  Coolfont  Model  may  overstate 
the  prevalence  of  infection. 

IV  drug  users,  who  did  not  report  homosexual  or  bisexual  risk  factors,  comprise 
11%  of  our  reported  AIDS  cases  but  only  6%  of  HIV  infections  on  the  Coolfont 
Model.   The  model  may  understate  the  prevalence  of  this  sub-group. 

The  prevalence  among  heterosexuals  relies  on  large  samples  which  may  not 
accurately  reflect  the  general  population.  Using  these  large  samples  yields  a 
percentage  of  infections  of  approximately  .5%.  This  estimate  is  significantly 
lower  than  the  5%  of  Montana's  reported  AIDS  cases  which  can  be  attributed  to 
heterosexual  contact.  The  model  may  underestimate  the  prevalence  among 
heterosexuals . 

Significant  differences  exist  between  the  Coolfont  HIV  estimates  and  our  actual 
reported  AIDS  cases  when  risk  factors  are  examined.  This  may  be  the  result  of 
the  estimates  used  and  their  limitations,  the  factors  listed  above,  as  well  as 
a  variety  of  other  reasons . 

Conclusions : 

Both  models  presented  rely  on  different  data  sources,  different  assumptions,  and 
are  subject  to  distinct  biases  mentioned  earlier.  The  actual  number  of  HIV 
infections  may  or  may  not  be  reflected  by  our  estimates.  However,  these 
estimates  reflect  our  best  effort  with  the  data  available  at  this  time. 

For  our  purposes,  we  will  assume  the  estimates  offer  a  range  of  300-870  (mid- 
point 585)  HIV-infected  individuals  currently  residing  in  Montana.  As  a  result 
of  different  methods  of  calculation  and  revised  data,  this  estimate  is  somewhat 
lower  than  previous  estimates  performed  in  mid-1991  (range  600  to  995,  mid-point 
750)  . 
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Projections  Of  Future  AIDS  Cases 


Linear  Extrapolation 

Linear  extrapolation  relies  on  past  case  reporting  to  predict  future  trends. 

The  linear  extrapolation  model  indicates  that  approximately  230  AIDS  cases  will 
have  been  reported  by  December  31,  1994,  and  approximately  30  cases  during  each 
subsequent  year  for  a  total  of  290  by  December  31,  1996.  During  1993,  a  higher 
than  usual  number  of  cases  is  expected  to  be  reported  as  a  result  of  the  revised 
AIDS  case  definition.  However,  this  model  assumes  the  present  reporting  rates 
will  continue  for  the  next  three  years.  As  a  result,  such  models  are  more 
accurate  for  short-term  projections  than  for  long-term  projections.  Periodic 
revisions  to  account  for  recent  reporting  trends  may  be  needed.  In  addition  to 
failing  to  account  for  increases  in  the  rate  of  case  reporting,  no  model  can 
account  for  changes  in  the  epidemic  (e.g.,  new  medications,  prevention  efforts, 
etc.)  that  cannot  be  predicted. 

Projection  Based  Upon  Disease  Progression 

Current  medical  evidence  indicates  that  most,  if  not  all,  individuals  who  test 
HIV-positive  will  eventually  develop  AIDS.  Current  evidence  suggests  that  AIDS 
may  develop  eight  to  12  years  after  infection.  Studies  indicate  the  likelihood 
of  an  individual  being  diagnosed  with  AIDS  increases  the  longer  he  or  she  is 
infected. 

The  San  Francisco  General  Hospital  (SFGH)  Cohort  Study  observed  that  7%  of  the 
HIV-positive  individuals  without  symptoms  will  have  developed  AIDS  (1987 
definition)  during  each  year  of  the  study.  Projecting  this  annual  rate,  50%  will 
have  developed  AIDS  after  an  estimated  seven  to  eight  years  of  the  study  (an 
estimated  nine  to  10  years  after  infection) .  As  a  result  of  the  revised  AIDS 
case  definition  implemented  in  January  1993,  CDC  expects  individuals  to  be 
diagnosed  with  AIDS  six  to  twelve  months  earlier  than  before,  so  an  additional 
7%,  a  total  of  57%,  would  be  expected  to  develop  AIDS  nine  to  10  years  after 
infection.  When  adjusted  for  time  of  initial  infection,  the  progression  rate  was 
observed  at  approximately  6%  for  each  year  after  infection.  While  various 
studies  have  reported  similar  data,  the  evidence  also  suggests  that  progression 
rates  do  not  differ  significantly  among  the  different  populations  at  risk. 

While  projection  methods  that  apply  progression  rates  to  the  number  of  persons 
infected  in  Montana  are  limited  by  the  accuracy  of  HIV  estimates,  such  methods 
have  been  useful  for  short-term  projections.  As  with  all  estimates  and 
projections,  several  assumptions  must  be  made.  For  our  projection,  we  will  use 
the  mid-point  535  of  our  HIV  estimate  and  subtract  those  60  individuals  living 
with  AIDS  already  reported.  Since  the  SFGH  Cohort  study  applies  to  only 
symptomatic  individuals,  we  will  subtract  another  15%  (70)  whom  CDC  estimates  may 
have  symptoms  meeting  the  new  case  definition  (included  as  reported  cases  over 
the  next  three  years  in  this  model)  .  We  will  also  assume  that  all  of  those 
individuals  diagnosed  will  be  reported  to  MDHES .  With  these  adjustments  made, 
it  can  be  assumed  that  as  many  as  404  individuals  may  be  asymptomatic  in  Montana. 
Applying  the  6%  disease  progression  rate  to  these  individuals  and  accounting  for 
reporting  of  individuals  who  currently  meet  the  new  definition  who  will  be 
reported,  approximately  320  cases  are  projected  by  December  31,  1996. 

Conclusions 

The  methods  used  to  project  reported  AIDS  cases  yielded  similar  results.  By 
December  of  1996,  an  estimated  cumulative  total  of  290  to  320  AIDS  cases  are 
anticipated  to  have  been  reported. 
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